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LONG  TERM-CARE:  AN  ISSUE  FOR  FAMILIES  IN 

CRISIS 


FRIDAY,  AUGUST  12,  1988 

U.S.  House  of  Representatives, 

Select  Committee  on  Aging, 
Subcommittee  on  Housing  and  Consumer  Interests, 

Seattle,  WA 

The  subcommittee  met,  pursuant  to  notice,  at  1  p.m.,  in  the 
North  Auditorium,  Jackson  Building,  915  Second  Avenue,  Seattle, 
Washington,  Hon.  Don  Bonker  (chairman  of  the  subcommittee)  pre- 
siding. 

Members  present:  Representatives  Bonker  and  Oakar. 

Staff  present:  William  Benson,  Staff  Director;  David  Dean,  Pro- 
fessional Staff  Member;  and  Barbara  Waters,  Staff  Assistant. 

OPENING  STATEMENT  OF  CHAIRMAN  DON  BONKER 

Mr.  Bonker.  Good  afternoon.  The  Subcommittee  on  Housing  and 
Consumer  Interests,  which  is  a  subcommittee  of  the  House  Select 
Committee  on  Aging,  will  come  to  order. 

The  subcommittee  is  meeting  in  Seattle  today  for  the  purpose  of 
taking  up  the  issue  of  long-term  home  care.  This  is  an  issue  for 
families  in  crisis. 

I  will  be  joined  later  this  afternoon  by  Congresswoman  Mary 
Rose  Oakar.  Ms.  Oakar  is  a  very  distinguished  member  of  this  com- 
mittee, and  is  very  prominent  in  the  House  of  Representatives. 
And  I'm  very  pleased  that  she  has  decided  to  join  us  for  this  hear- 
ing. 

She  was  in  Portland  earlier  today  to  give  a  speech.  And  she's 
being  delayed  by  air  traffic  problems,  an  experience  that  I've  had 
many  times. 

So  we  await  her  arrival.  But  in  any  case  we  will  continue  with 
this  hearing. 

We  have  today  an  excellent  list  of  witnesses  who  will  not  only 
provide  us  with  testimony  about  the  problems  we  face  concerning 
long-term  home  care,  but  also  how  the  Nation  can  benefit  from 
Washington  State's  innovation  and  practical  experience  in  this 
area. 

Indeed,  Washington  State  has  a  long-standing  reputation  for  in- 
novative projects  and  programs  with  respect  to  health  care  in  gen- 
eral. 

The  American  people  are  anxious  to  see  Congress  do  something 
with  respect  to  long-term  care,  irrespective  of  their  economic  status 
or  their  political  affiliation. 

(1) 


A  recent  Harris  poll  shows  that  8  of  10  Americans  favor  a  na- 
tional program  for  long-term  care.  Even  more  significantly,  people 
have  indicated  in  these  polls  a  willingness  to  pay  higher  taxes  in 
order  to  support  these  services. 

The  elderly  and  their  families  fear  the  catastrophic  nature  of 
long-term  illness  and  disability.  Children  caring  for  their  elderly 
parents  cannot  hope  to  pay  both  for  nursing  home  costs  and  college 
tuitions  for  their  children. 

Moreover,  people  would  prefer  to  remain  at  home  in  comfortable 
surroundings  with  their  loved  ones.  That  would  be  their  choice  if 
they  had  one  to  make. 

And  I  think  it's  terribly  important  to  underscore  the  concept  of 
families.  For  disabled  people  or  elderly  people  who  are  in  need  of 
nursing  care  or  medication  or  treatment  in  any  form,  by  providing 
them  with  the  opportunity  to  receive  that  care  while  they  live  in 
their  homes,  we  place  the  emphasis  on  family  and  family  care, 
which  I  believe  is  the  proper  priority. 

I  am  pleased  to  announce  that  yesterday  I  introduced  a  major 
bill  to  create  a  new  national  long-term  care  program  under  a  new 
Part  C  of  Medicare. 

As  you  know,  Part  A  of  Medicare  provides  for  in-patient  care  or 
hospital  stays.  Part  B,  a  program  to  which  senior  citizens  pay  their 
monthly  premiums,  and  is  supported  by  other  general  budget  ex- 
penditures, to  covers  physician  services. 

More  recently,  Congress  has  voted  upon  the  catastrophic  health 
care  bill.  That  extends  the  coverage  for  those  who  suffer  more 
acute  and  more  costly  illness.  And,  there  is  also  some  coverage  for 
prescriptions  drugs  as  well. 

So  we  are  now  looking  at  another  health  care  concept  and  that's 
how  we  can  provide  for  long-term  care  at  home.  The  legislation 
that  I  have  introduced  will  help  to  expand  access  to  long-term 
health  care  by  providing  a  system  of  home  care,  adult  day  care, 
and  respite  care  services  for  chronically  ill  and  disabled  Medicare 
beneficiaries. 

The  need  for  the  legislation  has  become  even  more  apparent  in 
light  of  the  enactment  of  the  catastrophic  care  bill,  and  the  defeat 
of  Claude  Pepper's  home  bill  for  all  Americans. 

I  am  certain  that  the  new  law  contains  serious  shortfalls  which,  I 
think,  reflect  a  fault  with  legislation  of  this  nature.  Unfortunately, 
the  financing  of  the  new  program  will  rest  primarily  upon  benefici- 
aries. 

I  think  it  is  important  to  note  that  that  catastrophic  health  care 
bill  which  does  provide  extended  benefits,  especially  for  in-patient 
care,  will  be  financed  solely  through  an  increase  in  beneficiary 
monthly  premiums,  plus  an  additional  tax  at  a  certain  level  for 
those  who  have  higher  incomes. 

When  Congress  takes  up  any  new  spending  programs,  in  light  of 
the  Gramm-Rudman  deficit  reduction  cuts  and  other  efforts  to 
reduce  Federal  spending,  any  new  program  that  is  offered  that  has 
a  cost  associated  with  it  must,  if  it  is  to  be  taken  seriously,  be  offset 
by  a  revenue  item  so  that  the  legislation  itself  is  revenue  neutral. 

The  legislation  to  which  I  refer  is  not  the  only  one  that's  in  the 
Congress.  I  think  many  of  us  are  familiar  with  Representative 
Claude  Pepper's  bill  which  was  presented  on  the  House  floor  and 


defeated  shortly  after  Congress  voted  on  the  Catastrophic  Health 
Care  Bill. 

It  was  most  unfortunate  that  the  bill  was  defeated.  I  think  mem- 
bers of  the  House  have  felt  that  passing  upon  two  costly  new 
health  care  programs  back-to-back  in  an  election  year,  when  both 
involved  increased  taxes  might  be  a  little  difficult  to  deal  with  po- 
litically. 

Nonetheless,  I  do  think,  in  light  of  the  polls,  Members  of  Con- 
gress have  come  to  realize  that  there  is  a  very  specific  need  for 
Congress  to  act  upon  a  long-term  health  care  program. 

Today  we  have  really  exceptional  witnesses.  And  I'm  so  pleased 
that  they  are  here  today  to  testify.  We  want  to  hear  first-hand 
from  those  who  have  experience  with  long-term  care  in  the  Seattle 
area,  and  from  throughout  the  State  of  Washington.  We,  as  com- 
mittee members,  can  take  that  testimony  back  with  us  to  Washing- 
ton, D.C.  as  we  attempt  to  develop  new  concepts  and  new  legisla- 
tive proposals  to  deal  with  health  care  in  general. 

We  will  hear  today  from  the  aunt  and  the  guardian  of  a  severely 
disabled  14-year  old,  as  well  as  from  both  a  wife  of  a  chronically  ill 
man  and  the  daughter  of  parents  in  need  of  long-term  care. 

The  idea  is  to  emphasize  a  need  that  exists  not  only  with  respect 
to  the  elderly,  but  with  ail  those  who  are  dependent,  on  others  for 
health  care. 

And  so  the  witnesses  today  will  give  us  a  range  of  examples.  We 
are  honored  to  have  as  our  second  panel  two  distinguished  Wash- 
ington State  legislators,  Representative  Dennis  Braddock  of  the 
42nd  District  which  is  up  in  Bellingham,  and  Maria  Cantwell  of  the 
44th  District  which  is  in  Mount  Lake  Terrace,  both  are  highly  re- 
garded legislators  who  have  specialized  in  health  care  in  general, 
and  who  have  much  to  offer  by  way  of  their  testimony  before  this 
committee. 

Our  third  and  fourth  panels  consist  of  professionals  involved  in 
either  directly  administering  and  providing  health  and  long-term 
care  services,  or  in  advocating  for  the  development  of  comprehen- 
sive and  compassionate  long-term  health  care  policy. 

I  think  it  goes  without  saying  that  there  were  a  number  of  wit- 
nesses who  wanted  to  testify  today  but  time  limitations  will  pre- 
vent hearing  from  everyone. 

The  committee  record  will  remain  open  for  those  who  want  to 
present  written  testimony  so  that  we  can  have  it  as  part  of  the  offi- 
cial record. 

Depending  on  how  long  we  go  today  and  time  constraints,  if 
there  is  additional  time  remaining  we  would  welcome  oral  testimo- 
ny from  others  who  have  something  to  say  on  this  issue,  because 
the  committee  of  course  wants  to  hear  from  everyone  if  we  have 
the  opportunity. 

We  shall  now  begin  with  our  opening  panel,  I  am  pleased  to  wel- 
come Pam  Owens,  who  is  the  aunt  and  legal  guardian  of  Michael 
Boden,  age  14.  Michael,  accompanied  by  his  aunt,  has  been  able  to 
live  at  home  and  attend  school  with  the  assistance  of  home  health 
care. 

After  we've  heard  from  Ms.  Owens  we  will  call  upon  Kathie 
Murray,  and  she  will  present  testimony  to  the  subcommittee  about 
her  83-year  old  parents  and  their  struggle  to  remain  independent. 


Mrs.  Murray's  parents  face  an  additional  obstacle  of  being  deaf 
and  mute. 

And  lastly,  we'll  hear  from  June  Robertson.  And  her  testimony 
will  be  that  as  a  spouse  and  primary  care  giver  to  her  husband, 
Lloyd  Robertson. 

With  minimal  assistance,  Mrs.  Robertson  has  been  able  to  main- 
tain her  disabled  husband  at  home  where  they  prefer  to  be. 

Welcome,  all  of  you.  We  are  pleased  that  you  are  here.  We're 
looking  forward  to  your  testimony.  We  will  begin  in  the  order  that 
I've  announced  the  names.  And  that  means  that  Pam  Owens  will 
go  first. 

[The  prepared  statement  of  Mr.  Bonker  follows:] 


OPENING  STATEMENT  OF  CHAIRMAN  DON  BONKER 
HOUSE  SELECT  COMMITTEE  ON  AGING 
SUBCOMMITTEE  ON  HOUSING  AND  CONSUMER  INTERESTS 
FIELD  HEARING 
ON 
'LONG-TERM  HOME  CARE:  AN  ISSUE  FOR  FAMILIES  IN  CRISIS" 
SEATTLE,  WASHINGTON 
AUGUST  12,  1988 


GOOD  AFTERNOON.  I  AM  PLEASED  TO  CONVENE  TODAY'S  HEARING  OF 
THE  HOUSE  SELECT  COMMITTEE  ON  AGING'S  SUBCOMMITTEE  ON  HOUSIfJG  AND 
CONSUMER  INTERESTS,  WHICH  I  CHAIR.  THE  TOPIC  OF  THIS  HEARING  IS 
"LONG-TERM  HOME  CARE:   AN  ISSUE  FOR  FAMILIES  IN  CRISIS." 

I  AM  HONORED  TO  BE  JOINED  TODAY  BY  MY  GOOD  FRIEND  AND  ESTEEMED 
COLLEAGUE,  CONGRESSWOMAN  MARY  ROSE  OAKAR,  FROM  CLEVELAND  OHIO,  AND  A 
LONG-TIME  FELLOW  MEMBER  OF  THE  SELECT  AGING  COMMITTEE.  MARY  ROSE 
OAKAR  HAS  DISTINGUISHED  HERSELF  ON  MANY  CRUCIAL  NATIONAL  ISSUES, 
INCLUDING  THE  COMPLICATED  ISSUES  THAT  FACE  WOMEN,  OLDER  AMERICANS, 
FEDERAL  EMPLOYEES,  AND  OTHERS.  SHE  IS  A  LEADER  ON  ISSUES  PERTAINING 
TO  LONG-TERM  CARE,  WHICH  HAS  SUCH  A  DISPROPORTIONATE  IMPACT  UPON 
WOMEN.  EARLY  IN  THE  lOOTH  CONGRESS,  REPRESENTATIVE  OAKAR  INTRODUCED 
A  VERY  COMPREHENSIVE  LONG-TERM  CARE  BILL,  H.R.  679. 

WE  HAVE  WITH  US  TODAY  AN  EXEMPLARY  LINE-UP  OF  WITNESSES  WHO 
WILL  NOT  ONLY  PROVIDE  US  WITH  TESPIMONY  ABOUT  THE  PROBLEMS  WE  FACE 
CONCERNING  LONG-TERM  HOME  CARE,  BUT  ALSO  HOW  THE  NATION  CAN  BENEFIT 
FROM  WASHINGTON  STATE'S  INNOVATION  AND  PRACTICAL  EXPERIENCES  IN 
PROVIDING  LONG-TERM  CARE. 


WASHINGTON  STATE,  ALTHOUGH  A  LONG  WAY  FROM  WASHINGTON,  D.C., 
HAS  SOME  OF  THE  BEST  PROVIDERS  AND  EXPERTS  ON  THIS  SUBJECT.  THIS 
HEARING  WILL  ASSURE  THAT  YOUR  VIEWS  ARE  PART  OF  THE  RAPIDLY 
INTENSIFYING  NATIONAL  DEBATE  ON  THIS  ISSUE. 

THE  LEVEL  OF  ACTIVITY  AIMED  AT  ADDRESSING  THE  ISSUE  OF  A 
LONG-TERM  CARE  POLICY  IS  QUITE  REMARKABLE.  AND  IT  IS  NOT  JUST 
ELECTION  YEAR  HYPE.  THE  AMERICAN  PEOPLE  ARE  DEMANDING  ACTION  ON 
LONG-TERM  CARE,  IRRESPECTIVE  OF  THEIR  ECONOMIC  STATUS  OR  POLITICAL 
AFFILIATION.  AS  A  RECENT  MAJOR  LOUIS-  HARRIS  POLL  SHOWS,  8  OF  10 
AMERICANS  FAVOR  A  NATIONAL  PROGRAM  FOR  LONG-TERM  CARE.  THAT'S 
BECAUSE,  AS  TODAY'S  TESTIMONY  WILL  SHOW,  IT  IS  A  FAMILY  ISSUE. 

THE  ELDERLY  AND  THEIR  FAMILIES  FEAR  THE  CATASTROPHIC  NATURE  OF 
LONG-TERM  ILLNESS  OR  DISABILITY.  THE  AVERAGE  COSTS  OF  NURSING  HOME 
CARE  ARE  EXTRAORDINARY,  NOW  APPROACHING  $25,000  PER  YEAR.  FEW 
PEOPLE  CAN  AFFORD  THIS.  THEREFORE,  MOST  WHO  ENTER  NURSING  HOMES  END 
UP  IN  POVERTY  IN  JUST  A  SHORT  TIME,  WIPING  OUT  LIFE  SAVINGS  AND 
OTHER  ASSETS.  CHILDREN  CARING  FOR  THEIR  ELDERLY  PARENTS  CANNOT  HOPE 
TO  PAY  BOTH  NURSING  HOME  COSTS  AND  COLLEGE  TUITIONS  FOR  THEIR 
CHILDREN,  AS  WELL  AS  MEET  OTHER  FAMILY  FINANCIAL  OBLIGATIONS. 


MOREOVER,  MOST  PEOPLE  WOULD  PREFER  TO  REMAIN  AT  HOME  IN 
COMFORTABLE  SURROUNDINGS  WITH  THEIR  LOVED  ONES.  THAT  WOULD  BE  THEIR 
CHOICE  IF  THEY  COULD  MAKE  ONE.  UNFORTUNATELY,  THE  OPTIONS,  AND  THE 
PROGRAMS  TO  PAY  FOR  SUCH  CARE,  ARE  EITHER  NOT  AVAILABLE  OR  ARE  SO 
FRAGMENTED  THAT  THEY  ARE  DIFFICULT  TO  ACCESS. 

THE  101ST  CONGRESS  MUST  TACKLE  HEAD-ON  THE  NEED  FOR  MEANINGFUL 
LONG-TERM  CARE  COVERAGE.  WHILE  WE  WERE  NOT  SUCCESSFUL  IN  PASSING 
CLAUDE  PEPPER'S  HOME  CARE  BILL  —  THAT  I  PROUDLY  COSPONSORED  — 
FEDERAL  SUPPORT  FOR  EXPANDED  HOME  CARE  BENEFITS  IS  VERY  MUCH  ON  THE 
NATIONAL  AGENDA.  THOUGHTFUL  PROPOSALS  MUST  BE  PUT  FORTH  TO  BE  FULLY 
DEBATED  IF  WE  ARE  TO  MEET  THIS  CHALLENGE. 

I  AM  PLEASED  TO  ANNOUNCE  THAT  JUST  YESTERDAY,  I  INTRODUCED  A 
MAJOR  BILL  TO  CREATE  A  NEW  NATIONAL  LONG-TERM  CARE  PROGRAM  UNDER  A 
NEW  PART  C  OF  MEDICARE.  THIS  BILL  WILL  PROVIDE  SUBSTANTIAL  RELIEF 
TO  THE  CHRONICALLY-ILL  AND  DISABLED  MEDICARE  BENEFICIARIES  AND  THEIR 
CAREGIVERS.  SOME  80  PERCENT  OF  LONG-TERM  CARE  IS  PROVIDED  BY  FAMILY 
CAREGIVERS  —  TYPICALLY  WIVES  AND  DAUGHTERS  —  OFTEN  AT  GREAT 
EMOTIONAL,  PHYSICAL  AND  ECONOMIC  COSr. 

THIS  LEGISLATION,  THE  "HELPING  TO  EXPAND  ACCESS  TO  LONG-TERM 
HEALTH  CARE  ACT  OF  1988,"  OR  THE  HEALTH  CARE  BILL,  WILL  PROVIDE  FOR 
A  SYSTEM  OF  HOME  CARE,  ADULT  DAY  CARE,  AND  RESPITE  CARE  SERVICES  FOR 
CHRONICALLY-ILL  AND  DISABLED  MEDICARE  BENEFICIARIES. 
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THE  NEED  FOR  THIS  LEGISLATION  HAS  BECOME  EVEN  MORE 
APPARENT  IN  LIGHT  OF  THE  ENACTMENT  OF  THE  CATASTROPHIC  CARE  BILL  AND 
THE  DEFEAT  OF  CLAUDE  PEPPER'S  HOME  CARE  FOR  ALL  AMERICANS  BILL. 

THE  CATASTROPHIC  CARE  BILL  IS'  THE  MOST  EXTENSIVE  EXPANSION  OF 
MEDICARE  SINCE  ITS  ENACTMENT  IN  1965 .  FOR  THOSE  WHO  WILL  BENEFIT 
FROM  THE  CATASTROPHIC  CARE  LAW,  IT  WILL  BE  A  GODSEND.  AS  MRS.  LOYD 
ROBERTSON  WILL  TESTIFY  TODAY,  THE  NEW  PRESCRIPTION  DRUG  BENEFIT,  IF 
IT  WERE  NOW  AVAILABLE,  WOULD  BE  A  SIGNIFICANT  BOON  IN  LIGHT  OF  THE 
MORE  THAN  $2,000  IN  PRESCRIPTION  DRUG  BILLS  HER  HUSBAND  FACES  THIS 
YEAR. 

BUT  AS  I  AM  CERTAIN  EACH  OF  YOU  KNOW,  THE  NEW  LAW  IS  NOT 
WITHOUT  ITS  PROBLEMS.  THE  FINANCING  OF  THE  NEW  PROGRAM  RESTS 
TOTALLY  UPON  BENEFICIARIES.  THIS  WILL  BE  A  SIGNIFICANT  BURDEN  FOR  A 
LARGE  NUMBER  OF  OLDER  AMERICANS,  PARTICULARLY  IN  LIGHT  OF  THE  RECENT 
SHOCKING  38.5  PERCENT  INCREASE  IN  THE  PART  B  MONTHLY  PREMIUM. 

AS  YOU  ALSO  KNOW,  THE  CATASTROPHIC  CARE  BILL  DOES  NOr  PROVIDE 
COMPREHENSIVE  REFORMS  IN  COVERING  THE  EXTRAORDINARY  COSTS  ASSOCIATED 
WITH  LONG-TERM  CARE.  THE  NEW  LAW  DOES  INCLUDE,  HOWEVER,  OVER  ONE 
BILLION  DOLLARS  A  YEAR  IN  NEW  LONG-TERM  CARE  BENEFITS,  SUCH  AS 
IMPROVEMENTS  IN  THE  SKILLED  NURSING  HOME  BENEFIT. 


THE  MOST  IMPORTANT  CONTRIBUTION  THE  CATASTROPHIC  CARE  BILL 
MADE  IN  ADDRESSING  LONG-TERM  CARE,  HOWEVER,  WAS  THE  DEBATE  IT  HAS 
FOSTERED  OVER  THE  LACK  OF  A  NATIONAL  LONG-TERM  CARE  POLICY.  THE  NEW 
LAW'S  LACK  OF  LONG-TERM  CARE  COVERAGE  HAS  PUT  THE  ISSUE  SQUARELY  ON 
THE  NATIONAL  AGENDA,  WITH  A  FURY. 

THE  LEGISLATION  I  INrRODUCED  YESTERDAY,  THE  HEALTH  CARE  ACT, 
WILL  PROVIDE  A  SOLID  FOUNDATION  FOR  A  FULLY  COMPREHENSIVE  LONG-TERM 
CARE  PROGRAM  IN  OUR  NATION.  MY  BILL  DOES  NOT  PROVIDE  FOR  COVERAGE 
OF  NURSING  HOME  CARE.  IT  IS  AIMED  AT  HOME  CARE.  HOWEVER,  WE  MUST 
SEEK  WAYS  TO  FINANCE  THE  BANKRUPTING  COSTS  OF  A  NURSING  HOME  STAY. 
THIS  IS  A  CRUCIAL  AREA  OF  LONG-TERM  CARE  POLICY  THAT  MUST  BE 
OVERHAULED.  I  INTEND  TO  WORK  TO  ACTIVELY  SEEK  A  REALISTIC  PROPOSAL 
THAT  I  CAN  SUPPORT. 

NOR  DOES  MY  BILL  INCLUDE  DISABLED  AND  CHRONICALLY-ILL 
CHILDREN.  WE  MUST  FIND  A  WAY  TO  ASSIST  THE  FAMILY  OF  MICHAEL  BOl/DEN 
AND  OTHERS  COPING  WITH  THE  ECONOMIC  AND  EMOTIONAL  TRAUMA  OF  CARING 
FOR  SEVERELY  DISABLED  CHILDREN.  I  EXPECT  THAT  THIS  HEARING  AND 
OIHER  EFFORTS  CURRENTLY  UNDERWAY  IN  CONGRESS  WILL  ENABLE  US  TO  FIND 
A  REVENUE  SOURCE  TO  ENABLE  US  TO  FINANCE  THIS  BADLY  NEEDED  CARE. 

THE  HEALTH  CARE  ACT  WOULD  NQr  ONLY  PROVIDE  A  RANGE  OF  HOME 
CARE  SERVICES  BUT  ESTABLISHES  AN  ADULT  DAY  AND  RESPITE  CARE  BENEFIT, 
BOIH  OF  WHICH  ARE  CRUCIAL  TO  PROVIDING  RELIEF  TO  FAMILY  CAREGIVERS. 
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THE  BENEFITS  CREATED  UNDER  HZ  LEGISLATION  WOULD  BE  FINANCED  BY 
THE  COMBINATION  OF  LIFTING  THE  CAP  ON  THE  MEDICARE  PAYROLL  TAX  AND 
BY  MODEST  COPAYMENTS  BY  THOSE  WHO  USE  THE  NEW  SERVICES.  FOR 
EXAMPLE,  HOME  CARE  SERVICES  WOULD  INVOLVE  A  $5  PER  SERVICE 
COPAYMEHT.  THOSE  WHOSE  INCOME  IS  AT  OR  BELOW  200%  OF  THE  POVERTY 
LEVEL,  HOWEVER,  WOULD  NOr  BE  RESPONSIBLE  FOR  COPAYMENTS. 

THE  -LEGISLATION  WOULD  ALSO  REWARD  STATES  LIKE  WASHINGTON  THAT 
HAVE  DEMONSTRATED  A  DEEP  COMMITMENT  TO  LONG-TERM  CARE  BY  PROVIDING 
THREE  FEDERAL  DOLLARS  FOR  EACH  STATE  DOLLAR  SPENT  ON  LONG-TERM 
CARE.  BASED  UPON  THE  BILL'S  FORMULA  FOR  FINANCING  THE  HOME  CARE 
BENEFITS,  WASHINGTON  STATE  WOULD  BE  ABLE  TO  FREE-UP  FUNDS  TO  SPEND 
ON  OTHER  HEALTH  CARE  PRIORITIES  SUCH  AS  CHILDREN  AND  THE  UNINSURED. 

THERE  ARE  MANY  OTHER  IMPORTANT  FEATURES  IN  THE  HEALTH  CARE  ACT 
THAT  I  DO  NOT  HAVE  THE  TIME  TO  DISCUSS  TODAY  —  AFTER  ALL,  WE  HAVE 
COME  TODAY  TO  HEAR  FROM  OUR  WITNESSES.  THEREFORE,  I  HAVE  MADE 
AVAILABLE  AT  THE  BACK  OF  THE  ROOM  MY  STATEMENT  FROM  YESTERDAY  WHEN  I 
INTRODUCED  THE  HEALTH  CARE  BILL.  IN  ADDITION,  MY  STAFF  WILL  MAKE 
COPIES  OF  THE  BILL,  WHEN  IT  IS  PRINTED,  AND  OTHER  INFORMATION 
AVAILABLE  TO  THOSE  WHO  WOULD  LIKE  TO  KNOW  MORE. 

WE  HAVE  OUTSTANDING  WITNESSES  TODAY.  FITTINGLY,  WE  WILL  FIRST 
HEAR  FROM  THOSE  WITH  THE  MOST  FIRST-HAND  EXPERIENCE  —  FAMILY 
MEMBERS  WHO  ARE  COMMITTED  TO  KEEPING  THEIR  LOVED  ONES  AT  HOME,  BUT 
FINDING  THAT  IT  IS  A  CONSTANT  STRUGGLE  AND  TOO  OFTEN  A  LOSING  BATTLE. 


11 


WHILE  MUCH  OF  WHAT  WE  COVER  TODAY  ADDRESSES  OLDER  AMERICANS, 
LONG-TERM  CARE  IS  TRULY  A  FAMILY  ISSUE.  PEOPLE  OF  ALL  AGES  FACE 
CHRONIC  ILLNESSES  OR  SERIOUS  DISABILITIES  FROM  DISEASE,  INJURY, 
BIRTH  DEFECTS,  AND  CHRONIC,  DEBILITATING  ILLNESS. 

WE  WILL  HEAR  TODAY  FROM  THE  AUNT  AND  GUARDIAN  OF  A  SEVERELY 
DISABLED  14  YEAR  OLD,  AS  WELL  AS  FROM  BOTH  A  WIFE  OF  A  CHRONICALLY 
ILL  MAN  AND  THE  DAUGHTER  OF  PARENTS  IN  NEED  OF  LONG-TERM  CARE.  THIS 
IS  A  FAMILY  ISSUE,  NOT  ONLY  BECAUSE  DISEASE  AND  ILLNESS  STRIKES 
YOUNG  AND  OLD  ALIKE,  BUT  BECAUSE  THE  VAST  MAJORITY  OF  CARE  —  SOME 
80  PERCENT  —  IS  PROVIDED  BY  FAMILY  MEMBERS,  AGAIN  YOUNG  AND  OLD 
ALIKE.  THE  BURDEN  OF  THIS  CARE  —  OFTEN  24-HOURS-A-DAY  CARE  —  IS  A 
HEAVY  LOAD  TO  CARRY.  WE  MUST  FIND  A  WAY  TO  ASSIST  FAMILIES. 

WE  ARE  VERY  HONORED  TO  HAVE  AS  OUR  SECOND  PANEL  TWO 
DISTINGUISHED  WASHINGTON  STATE  LEGISLATORS:  REP.  DENNIS  BRADDOCK  OF 
THE  42ND  DISTRICT  (BELLINGHAM)  AND  REP.  MARIA  CANTWELL  OF  THE  44TH 
DISTRICT  (MOUNTLAKE  TERRACE).  THESE  TWO  FRIENDS  OF  MINE  ARE  STRONG 
ADVOCATES  FOR  THOSE  IN  NEED.  LOOK  TO  THEM  FOR  LEADERSHIP  AS  THIS 
STATE  GRAPPLES  WITH  DEVELOPING  ITS  OWN  LONG-TERM  CARE   POLICY. 

OUR  THIRD  AND  FOURTH  PANELS  CONSIST  OF  PROFESSIONALS  INVOLVED 
IN  EITHER  DIRECTLY  ADMINISTERING  AND  PROVIDING  HEALTH  AND  LONG-TERM 
CARE  SERVICES  OR  IN  ADVOCATING  FOR  THE  DEVELOPMENT  OF  COMPREHENSIVE 
AND  COMPASSIONATE  LONG-TERM  CARE  POLICY  IN  OUR  NATION. 
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THIS  IS  OBVIOUSLY  GOING  TO  BE  A  VERY  FULL  HEARING.  I  AM 
LOOKING  FORWARD  TO  TODAY'S  TESTIMONY  AND  I  KNOW  THAT  IT  WILL  NOT 
ONLY  BE  INVALUABLE  TO  ME,  AS  I  IMPROVE  AND  ADVOCATE  FOR  THE  HEALTH 
CARE  ACT,  BUT  IN  CONTRIBUTING  TO  THE  QUALITY  OF  THE  PUBLIC  RECORD  ON 
THIS  CRITICAL  CONCERN  TO  THE  U.S.  CONGRESS. 

MANY  MORE  PEOPLE  WANTED  TO  TESTIFY  THAN  WE  COULD  ACCOMMODATE 
TODAY,  WHICH  IS,  IN  ITSELF,  TESTAMENT  TO  THE  IMPORTANCE  OF  THE 
LONG-TERM  CARE  ISSUE.  HOWEVER,  I  WANT  TO  BE  SURE  THAT  OUR  RECORD  IS 
AS  COMPLETE  AS  POSSIBLE.  FOR  EXAMPLE,  I  WILL  INCLUDE  IN  THE  RECORD 
A  LETTER  FROM  ONE  OF  MY  CONSTITUENTS  IN  WASHOUGAL,  WHO  WRITES  OF  A 
FRIEND  OF  HERS:  "MAYBE  . .  YOU  COULD  TELL  ME  HOW  TO  GO  ABOUT  GETTING 
HELP  FOR  MY  FRIEND.  SHE  IS  IN  HER  90 'S,  AND  REQUIRES  FULL  TIME 
CARE,  HOT  NECESSARILY  BY  A  NURSE,  BUT  SHE  MUST  HAVE  SOMEONE  WITH  HER 
24  HOURS  A  DAY.  HER  DAUGHTER  IS  TAKING  CARE  OF  HER  NOW,  BUT  HAS 
BACK  TROUBLE  AND  IS  UNABLE  TO  LIFT  HER... THEY  ARE  GETTING 
DESPERATE.  THEY  DON'T  WANT  TO  PUT  MY  FRIEND  BACK  IN  THE  NURSING 
HOME,  THEY  LOVE  HER,  BUT  WHAT  ARE  THEY  TO  DO?. . .CAN  YOU  TELL  US 
WHERE  TO  GET  HELP?" 

I  WILL  KEEP  THE  HEARING  RECORD  OPEN  FOR  TWO  ADDITIONAL  WEEKS 
TO  ALLOW  TIME  FOR  THOSE  WHO  WISH  TO  SUBMIT  A  WRITTEN  STATEMENT  ON 
THIS  TOPIC. 

I  WOULD  NOW  LIKE  TO  RECOGNIZE  MY  CO-CHAIR  FOR  THIS  HEARING  — 
CONGRESSWOMAN  MARY  ROSE  OAKAR,  OF  CLEVELAND,  OHIO. 
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STATEMENT  OF  JUANITA  MERRIFIELD  ON  BEHALF  OF  PAM 
OWENS,  AUNT/GUARDIAN  OF  MICHAEL  BODEN 

Ms.  Merrifield.  Hi,  Mr.  Bonker.  My  name  is  Juanita  Merrifield, 
Administrator  of  New  Care  Concepts,  we  are  the  nursing  service 
that  provides  the  home  nursing  care  for  Michael. 

I  would  like  to  make  just  a  few  opening  remarks  before  I  give 
this  panel  to  Michael. 

First  of  all,  I  would  like  to  thank  the  committee  for  their  time 
and  interest  in  the  long-term  medical  intensive  home  care  for  the 
children,  who  sometimes  get  a  little  bit  lost.  We  are  very  fortunate 
here  in  Washington  State,  to  have  excellent  administration  of  Fed- 
eral funds  through  state  officials  in  Olympia. 

Although  the  presence  of  nurses  in  the  home  8  to  24  hours  a  day, 
to  administer  this  medically  intensive  care,  has  its  own  special  set 
of  stresses,  it  still  allows  the  families  to  function  as  families.  As 
you  will  hear  from  Ms.  Owens  shortly,  there  is  a  tremendous  differ- 
ence between  having  a  family  spend  most  of  their  time  in  an  insti- 
tution, i.e.  the  hospital,  and  then  being  able  to  have  their  child  at 
home. 

Experience  has  shown  that  many  chronically  ill  children  blossom 
and  grow  within  an  intangible  atmosphere  of  home  and  love  with 
professional  home-care  support.  I  think  that  Michael  is  a  prime  ex- 
ample of  this.  He  was  sent  home  bVz  years  ago  to  die,  which  was 
expected  within  six  months. 

He  is  doing  quite  well  and  getting  ready  to  go  to  summer  camp 
next  week.  Michael  has  been  able  to  be  weaned  over  the  last  few 
years  off  of  his  ventilator,  and  he  is  now  only  on  the  ventilator  at 
night. 

He  has  neurological  problems  of  unknown  origin.  He  is  legally 
blind.  He  has  a  cerebral  palsy-type  disease.  He  has  a  compromised 
immune  system  and  many  more  diagnoses  too  numerous  to  men- 
tion. 

However,  he  is  a  very  socially  active  young  fellow.  And  he  has 
been  home  now  since  February  of  1983  with  no  rehospitalizations. 

We  provide  Michael  20  hours  of  care  per  day,  5  days  a  week.  And 
then  10  hours  per  night  on  the  weekends.  And  his  aunt,  devoted 
guardian  and  primary  care  giver,  Pam  Owens,  will  tell  you  the  dif- 
ference in  the  family  life. 

STATEMENT  OF  PAM  OWENS,  AUNT/GUARDIAN  OF  MICHAEL 

BODEN 

Ms.  Owens.  Thank  you  for  inviting  us.  When  Michael  first  went 
into  the  hospital  our  family  was  with  him  24-hours  a  day.  After  a 
month,  we  cut  it  down  to  like  20  hours  per  day  that  we  were  at  the 
hospital  with  him. 

His  sisters — he  has  a  twin  sister,  and  he  has  a  younger  sister 
that's  18  months  younger — they  lived  at  the  hospital  with  us. 

It  was  virtually  impossible  at  times  for  them  to  have  their  own 
life.  They  had  to  live  around  our  schedule  at  the  hospital. 

We  are  a  very  protective  family,  very  protective,  and  especially 
of  Michael.  And  for  this  reason  the  girls  have  suffered.  And  when 
we  were  allowed  to  bring  him  home  it  made  a  world  of  difference 
for  them  and  for  Mike. 
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And  like  Juanita  has  said,  they  had  sent  him  home  with  the 
thought  that  he  would  be  gone  within  six  months.  And  the  doctors 
are  amazed  every  time  we  go  in  for  a  check-up  that  he's  thriving 
and  growing  and  just  really  improving. 

And  he's  made  a  world  of  difference  in  other  people's  life.  He 
goes  to  school.  He  goes  out  on  outings.  The  nurses  take  him  every- 
where. And  he's  known  in  the  community  more  than  we  are.  I 
mean  everybody  knows  Michael. 

It's  really  made  such  a  difference  in  our  lives.  I'm  sure  if  he  had 
had  to  stay  in  the  hospital  he  would  not  be  with  us  at  this  time. 

Just  being  home  helps  the  kids  so  much  to  thrive  with  the  love 
and  care  of  family,  even  though  nurses  give  loving  care.  But  the 
family  makes  the  big  difference  for  Michael. 

Thank  you. 

Mr.  Bonker.  Thank  you.  I  welcomed  you,  Pam  Owens,  but  I  also 
want  to  welcome  Michael  Owens  as  a  witness  today.  And  appreci- 
ate having  his  presence.  And  I  want  the  record  to  note  that  Mi- 
chael Boden  is  here  as  well. 

Okay.  Let's  move  then  to  Kathie  Murray. 

STATEMENT  OF  KATHIE  MURRAY,  DAUGHTER  AND  CAREGIVER 
OF  FRANK  AND  KATHERINE  HENRY 

Ms.  Murray.  Thank  you  for  the  opportunity  to  be  here.  My 
name  is  Kathie  Murray.  At  this  time  I'm  the  primary  caregiver  for 
my  parents,  Katherine  and  Frank  Henry,  both  83  years  of  age. 

Before  I  start  reading  from  the  testimony  that  I  submitted  I'd 
like  to  make  a  couple  of  points.  One  is  that  there  are  situations  in 
which,  I  agree,  that  home  and  being  surrounded  by  family  is  the 
best  way  to  go. 

In  some  cases  that's  not  entirely  possible  so  you  try  to  duplicate 
that  as  best  you  can.  And  that's  where  my  efforts  have  left  me. 

I  work  full-time.  My  husband  works  full-time.  Our  house  would 
not  accommodate  the  physical  handicaps  that  my  parents  have. 

In  addition,  they  would  have  been  in  tremendous  isolation.  Being 
deaf-mutes,  even  though  they've  been  that  way  most  of  their  lives, 
they  need  social  contact.  And  with  full-time  working  people  they 
would  be  left  alone  too  much  of  the  time. 

Mother  and  dad  have  been  independent  for  most  of  their  adult 
lives,  despite  being  deaf-mutes.  Dad  worked  as  a  sign  painter  doing 
intricate  gold  leaf  and  hand  lettering  for  businesses  throughout 
New  Jersey.  Mom  was  a  full-time  homemaker. 

They  raised  two  children,  my  brother  and  myself.  They  owned 
their  own  home,  a  car,  and  so  on.  They  never  made  a  lot  of  money 
but  they  were  frugal  and  they  stretched  their  earnings  into  modest 
savings  and  some  investment. 

My  brother  and  I  moved  to  the  West  Coast— due  to  circum- 
stances beyond  our  control — over  20  years  ago,  and  left  Mother  and 
Dad  in  New  Jersey.  They  still  had  a  network  of  friends,  family, 
support  systems,  to  some  extent,  and  were  able  to  live  very  inde- 
pendently. 

After  a  series  of  infections  about  3  years  ago  my  dad  was  ren- 
dered totally — incontinent.  He  had  had  a  colostomy  25  years  ago 
and  a  bout  with  cancer  with  no  reoccurrence.  After  the  series  of 
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infections,  however,  he  was  left  totally  incontinent  and  in  a  very 
weakened  state. 

We  tried  long-distance  home  caregiving  and  it  was  virtually  im- 
possible. They  had  to  be  moved  out  here.  There  was  just  no  way 
about  it. 

So  we  moved  them  out  here  and  moved  them  into  a  condomini- 
um halfway  between  my  home  and  my  office.  That  worked  for 
awhile,  but  Dad  was  not  able  to  care  for  himself.  Because  my 
mother  was  not  able  to  provide  the  care  he  needed,  his  skin  condi- 
tions and  infections  continued  to  reoccur,  and  my  father  was  hospi- 
talized several  times. 

We  worked  with  Evergreen  Care  Network  a  wonderful,  wonder- 
ful agency.  I  heard  about  them  early  on  because  I  am  in  a  very  for- 
tunate position.  I  happen  to  work  for  a  municipal  city  government. 
I  am  in  a  position  to  know  what's  going  on  and  what  resources  are 
out  there. 

I  heard  of  then  soon  after  my  father  became  disabled,  and  we 
used  them  extensively.  Even  with  their  help  I  had  a  lot  of  difficul- 
ty, and  had  to  feel  my  way  along  as  circumstances  continued  to 
change  with  my  parents. 

We  kept  them  in  the  condo  with  some  home  health  care  until 
February  this  year  when  it  became  evident  it  just  wasn't  working 
any  longer.  Dad  needed  more  on-going  personal  care.  Not  skilled 
nursing  care,  custodial  care. 

We  moved  them  into  a  retirement  home  so  that  they  had  their 
own  apartment.  They  had  social  contact  and  so  on.  That  worked  for 
a  few  months,  and  then  that  ceased  to  work. 

They  are  there  now.  And  if  you  read  the  testimony  I  go  into  a 
great  deal  more  detail  about  the  problems  that  ensued. 

We  have  had  a  problem  on  the  average  of  once  every  month  or 
once  every  two  months  we've  had  to  deal  with.  The  thing  that  I 
guess  I  would  like  to  present  to  you  is  that  in  a  situation  with  older 
people  who  are  not  suffering  from  a  terminal  disease  or  a  terminal 
condition,  they  still  need  special  kinds  of  help  because  of  the  break 
downs  of  the  body  and  overall  debilitation. 

There  is  just  no  predictability  as  to  what  is  going  to  happen, 
moment  to  moment,  day  to  day.  What  they  need  is  not  skilled  nurs- 
ing care.  Now,  is  the  only  thing  really  available  to  them  with  any 
kind  of  medical  help.  Instead,  they  need  personal  assistance.  They 
need  custodial  kinds  of  care. 

We  had  to  admit  my  dad  into  a  nursing  home  in  May  of  this  year 
because  he  fell  and  fractured  a  rib,  and  has  not  been  able  to  take 
care  of  some  of  his  personal  needs. 

The  stress  of  taking  care  of  him  landed  my  mother  in  the  hospi- 
tal the  very  same  week  from  hypertension.  They  were  both  in  the 
hospital  at  the  same  time. 

We  had  to  admit  Dad  into  a  nursing  home  because  there  was  no 
alternative.  There  was  no  other  way  to  take  care  of  him. 

Fortunately,  it  was  a  very  good  nursing  home.  They  assessed  his 
capabilities,  did  some  therapy.  They  would  come  back  out  in  two 
months. 

But  now  we  had  had  to  hire  some  personal  help  to  dress  him  in 
the  morning,  get  him  ready  for  the  day,  come  back  in  the  evening, 
do  the  same  thing. 
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He  does  not  need  on-going  24-hour  care.  But  he  needs  those  little 
pockets  of  assistance  that  are  very  difficult  to  find. 

You  go  to  an  agency,  and  you're  locked  into  something  like  4- 
hour  minimal  employment.  And  it's  skilled  nursing  care.  It  is  not 
personal  care  assistance. 

The  Medicare  and  the  Medicaid  systems  work  for  a  while  but 
they  don't  do  enough  to  cover  the  personal  kinds  of  care  that  are 
needed. 

We  had  Dad  on  COPES  for  a  while  when  he  was  in  the  home  and 
we  were  bringing  in  some  personal  care.  When  we  placed  him  in 
the  retirement  home,  the  COPES  no  longer  applying.  So  we  are 
quite  rapidly,  unfortunately,  going  through  all  of  their  assets. 

We  have  2  people  who  are  83.  But  they  could  very  well  live  an- 
other 10  years  each.  And  I  don't  know  where  we're  going  to  go 
when  all  the  assets  are  gone. 

[The  prepared  statement  of  Ms.  Murray  follows:] 
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PREPARED  STATEMENT  OF  KATHIE  MURRAY 


My  name  is  Kathie  Murray;  at  this  time,  I  am  the  primary  caregiver  for 
my  parents,  Katherine  and  Frank  Henry,  both  83  years  of  age.  I  have  been 
asked  to  relate  to  you  some  of  my  experiences  in  trying  to  provide  appropriate 
care  for  them. 

Although  deaf  from  early  childhood,  Mother  and  Dad  have  been  independent 
for  most  of  their  adult  lives.  Dad  worked  as  a  sign  painter,  doing  intricate 
gold  leaf  and  hand  lettering  for  businesses  and  agencies  throughout  New  Jersey, 
using  a  middle  man  to  coordinate  jobs  and  contacts.  Mom  was  a  full-time 
homemaker.  They  owned  their  own  home  and  car  and  raised  a  family  -  a  younger 
brother  and  myself.  Although  they  never  made  a  lot  of  money,  they  were  frugal 
and  stretched  their  earnings  into  some  modest  savings  and  investments. 

Circumstances  were  such  that  both  my  brother  and  I  made  our  homes  on  the 
West  Coast  for  over  20  years  and  raised  our  own  families  here.  Mom  and  Dad 
were  not  interested  in  moving  out  here  because  of  work,  extended  family  and, 
most  important,  their  network  of  deaf  friends  in  New  Jersey  and  New  York.  They 
have  both  been  pretty  healthy  for  most  of  their  lives,  barring  Dad's  bout  with 
cancer  and  subsequent  colostomy  25  years  ago. 

Three  years  ago,  Dad  was  hospitalized  with  a  series  of  infections  which 
left  him  with  reduced  strength  and  total  urinary  incontinence.  After  this,  he 
was  unable  to  continue  working.  His  earnings  had  always  been  based  on  the 
work  he  did,  but  there  was  no  severance  pay,  no  retirement  fund,  no  pension. 
Their  only  benefits  since  then  have  been  Social  Security,  Medicare  and  supple- 
mental health  insurance. 

In  October,  1985,  we  moved  my  folks  out  here  to  a  condo  in  Redmond,  purchased 
with  the  proceeds  from  the  sale  of  the  New  Jersey  condo.  Since  then,  Dad  has 
been  hospitalized  four  times  and  Mother,  once.  We  needed  home  care  assistance 
and,  with  the  help  of  Evergreen  Care  Network,  we  were  able  to  set  some  up.  It 
soon  became  evident  that  this  would  not  be  enough.  They  needed  something  in 
between  remaining  independent  in  their  own  apartment  and  a  nursing  facility. 

Last  February,  they  moved  into  their  own  unit  in  a  retirement  home  with 
congregate  dining,  a  medication  dispensary  and  24-hour  emergency  standby,  as  well 
as  some  organized  social  activities.  Still  not  as  much  ongoing  personal  assis- 
tance as  we  needed,  but  an  improvement  over  the  other  and  not  as  drastic  as  a 
nursing  home.   (This  home,  by  the  way,  was  the  only  one  of  seven  or  eight  that 
I  called  who  would  admit  a  client  who  suffered  from  incontinence  problems.) 

Two  months  later,  a  brief  stay  in  the  hospital  became  necessary  when  Dad, 
in  a  weakened  state  after  not  feeling  well  for  a  couple  of  days,  had  a  fall  and 
fractured  a  rib.  At  the  same  time,  Mom  was  admitted  to  critical  care  for  24  hours 
when  hypertension  (as  far  as  we  could  tell)  caused  her  to  have  a  TIA  episode  or 
mild  stroke.  At  this  point,  I  had  no  options  other  than  to  have  Dad  admitted  to 
a  nursing  home,  a  task  which  carried  its  own  set  of  difficulties. 
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Fortunately,  this  nursing  home  is  a  good  facility.  After  two  months  of 
care  and  therapy,  he  was  able  to  leave  but  only  on  the  condition  that  we  find 
a  way  to  help  with  his  personal  care  and  not  have  this  burden  on  my  mother,  who 
was  physically  and  emotionally  unable  to  handle  it.  We  were  fortunate  --  staff 
at  the  retirement  home  have  worked  with  me  to  find  a  solution,  outside  any  normal 
channels. 

Last  week,  Mother  became  very  ill  with  a  serious  urinary  tract  infection 
which  affected  her  brain  and  memory  as  well  as  her  body.  We  have  been  through  a 
heck  of  a  week  getting  her  through  the  worst  of  this  but,  again,  I  was  extremely 
fortunate  in  the  particular  staff  at  this  facility,  who  greatly  extended  them- 
selves to  take  care  of  her  when  I  could  not  be  there. 

I  have  had  to  handle  all  of  this  while  maintaining  a  public  sector  full-time 
job  which  does  not  limit  itself  even  to  the  40-hour  work  week.  My  husband  is  in 
real  estate,  a  profession  which  carries  its  own  special  set  of  stresses  and  "on 
call"  type  of  demands.  We  have  three  children  who  have  been  going  through  high 
school,  college  and  "leaving  the  nest"  experiences  during  these  years.  There 
was  no  way  we  could  address  these  problems  by  moving  my  folks  into  our  house 
without  major  physical  renovations,  my  leaving  my  job  or  hiring  someone  full-time 
to  look  after  them. 

The  point  of  all  of  this  is  that  I  have  been  very  fortunate  in  locating  the 
resources  that  I  have,  but  it  has  been  very  difficult  and  very  stressful,  despite 
the  incredible  amount  of  help  I  have  had  from  Evergreen  Care  Network.  But, 
because  of  my  job,  I  have  been  in  a  position  to  find  these  resources  much  more 
easily  than  most  people.  As  it  is,  as  your  needs  change,  you  have  to  keep  on 
seeking  more  and  more  programs  or  resources. 

In  future  years,  I  believe,  there  will  be  many  more  people  like  my  parents, 
who  have  been  basically  pretty  healthy  and  who  will  live  to  ripe  old  ages  with 
infirmities  but  not  necessarily  terminal  health  conditions.  Their  bodies  just 
slowly  break  down  and  their  needs  lean  more  towards  personal  and  custodial  care, 
rather  than  a  need  for  skilled  nursing  (although  that  becomes  needed  from  time 
to  time).  There  need  to  be  more  facilities  built  that  bridge  the  gap  from  inde- 
pendent living  to  total  nursing  homes.  The  lifecare  concept,  I  think,  is  a  good 
one,  but  government  needs  somehow  to  work  more  closely  with  developers  looking  to 
build  such  facilities  so  that  a  minimum  of  excess  costs  and  delays  cause  inflated 
prices  to  be  passed  along  to  the  consumer,  who  has  very  limited  financial  resources. 

Can  national  policy  be  drafted  to  provide  tax  incentives  for  builders? 

Is  there  any  way  to  initiate  incentives  for  individuals  to  set  up  and  maintain 
retirement  accounts  that  could  be  worked  through  the  income  tax  system?  And  are 
there  ways  that  families  could  supplement  a  federal  or  state  aid  medical  benefit 
program?  Persons  that  qualify  for  financial  aid  are  often  left  waiting  on  long 
waiting  lists  when  the  provider  cannot  admit  any  more  state-aided  persons  without 
reducing  staff  and  lowering  their  level  of  care  or  being  forced  to  close  altogether. 

Lastly,  lets  be  more  creative  in  our  approaches  to  these  problems.  The 
system  must  be  left  flexible  enough  that  individual  needs  can  be  addressed,  instead 
of  plugging  everything  into  inflexible  molds  of  government  programs. 

Thank  you  for  the  opportunity  to  comment  at  today's  hearing. 
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Mr.  Bonker.  Thank  you,  Ms.  Murray.  I  look  forward  to  reading 
in  more  detail  your  statement  hopefully  after  the  hearing  today. 
And  I  am  going  to  come  back  as  well  with  some  questions. 

Ms.  Robertson? 

STATEMENT  OF  JUNE  ROBERTSON,  WIFE/PRIMARY  CAREGIVER 

FOR  LLOYD  ROBERTSON 

Ms.  Robertson.  I  am  honored  to  be  here  today.  And  the  last  part 
of  what  Kathie  said  pertains  to  my  situation  because  I  do  not  need 
skilled  help. 

I  am  June  Robertson  from  Carnation,  Washington.  I  am  73  years 
old,  taking  care  of  my  handsome  79  year  old  husband. 

We  have  been  together  55  years.  When  it  was  suggested  he  be 
put  in  a  rest  home  I  could  not  do  that. 

He  has  rheumatoid  arthritis,  also  heart  disease,  and  A.S.H.D. 
And  for  the  past  year  it  has  not  been  safe  to  leave  him  alone. 

He  loses  his  balance,  falls.  It  is  hard  to  do  everything  by  yourself. 
It  is  very  difficult  to  know  where  to  turn  to  get  help,  especially  if 
you  have  financial  problems. 

My  sister  took  care  of  her  husband  for  8  months.  He  was  bedfast. 
She  started  trying  to  get  help  two  months  after  he  was  home.  The 
day  after  he  was  buried,  she  got  a  call  telling  her  she  was  eligible 
for  help. 

I  have  had  problems  trying  to  get  a  quick  claim  deed  fixed  up  so 
my  husband  is  eligible  for  COPES.  There  is  too  much  red  tape  and 
paper  work. 

It  is  very  hard  to  find  someone  to  be  with  my  husband  when  I 
have  to  work  to  be  able  to  pay  our  bills.  For  two  weeks  now  I  have 
been  trying  to  get  a  recliner  for  him  that  lifts  him  up  and  also  lets 
him  down. 

I  can  manage  taking  care  of  him  most  of  the  time,  getting  him  in 
the  shower  and  dressed.  But  a  lot  of  my  housecleaning  has  to  be 
left  undone. 

We  have  5  children.  They  managed  to  take  care  of  themselves 
and  their  families  without  help,  but  they're  not  able  to  help  us. 

There  should  be  some  help  with  medicine  and  dentures.  Last 
year  I  spent  $2,067.14  on  just  prescription  medicine,  not  counting 
aspirins,  Maalox  and  Excedrin. 

My  husband  needs  dentures,  but  as  of  now  there  is  no  way  to  get 
them.  So  he  only  eats  soft  foods.  Someone  has  to  see  that  he  takes 
his  medicine,  as  his  memory  is  bad. 

He  is  a  veteran  of  World  War  II  and  has  always  been  a  hard 
worker.  So  that  is  why  I  want  him  to  have  the  best  of  care  in  his 
last  few  years,  something  that  everyone  deserves. 

Before  I  close,  I  have  a  paper  here  from  the  coordinator  in  the 
Snoqualmie  Valley  Multi-Service  center  that  will  add  a  few  things 
to  my  testimony. 

And  after  that  I  just  want  to  say  thank  you,  and  may  God  bless 
each  and  everyone  of  you  here  today. 

Mr.  Bonker.  I  want  to  thank  each  of  the  witnesses  for  the  testi- 
mony, and  say  that  you  have  made  a  valuable  contribution  to  the 
committee's  understanding  of  both  the  need  and  of  alternative 
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ways  of  meeting  that  need,  as  well  as  the  various  methods  of  fi- 
nancing additional  or  expanded  services. 

I  would  just  like  to  walk  through  with  each  of  you  just  for  a  few 
moments  your  own  personal  situation  regarding  both  the  needs 
and  the  alternatives,  as  well  as  how  you  cope  with  the  financial 
impact  of  meeting  these  needs. 

First  of  all,  Pam  Owens,  for  you  and  Michael,  it  is  obvious  that 
Michael  is  much  better  off  in  a  home  environment,  that  obviously 
he  is  showing  greater  interest  and  responds  better  socially,  and 
probably  is  more  comfortable  in  that  surrounding  as  he  was  in  the 
hospital.  Is  that  correct? 

Ms.  Owens.  Yes,  it  is. 

Mr.  Bonker.  And  so  if  you  were  unable  to  provide  this  service  at 
home  what  are  the  alternatives  for  Michael? 

Ms.  Owens.  Well,  the  only  time  that  I  would  be  unable,  to  tell 
you  the  truth,  is  if  I  die.  But  upon  that  time  Michael  would  prob- 
ably have  to  be  institutionalized  because,  I  do  not  know.  Unless — 

Mr.  Bonker.  Unless  somebody  else  was  able  to  take  on  this  re- 
sponsibility. 

Ms.  Owens.  Yes.  Unless  some  other  guardian  would  come  along. 
I  am  not  sure — the  president  of  our  agency  has  requested  that  I 
put  that  in  my  will,  that  she  would  take  over  the  guardianship  of 
Michael  because  she's  been  with  Michael  since  he  came  out  of  the 
hospital.  But  otherwise  he  would  be  institutionalized. 

Mr.  Bonker.  Okay.  So  the  alternative  is  institutionalized  care, 
basically.  Is  that  a  hospital,  or  what  is  it? 

Ms.  Owens.  That  would  probably  be  a  nursing  home. 

Mr.  Bonker.  That  would  be  a  nursing  home. 

Today  you  are  receiving  about  20  hours  home  care,  plus  10  hours 
on  weekends.  And  how  is  that  paid  for? 

Ms.  Owens.  The  DSHS  pays  for  it,  and  Michael's  own  CHAM- 
PUS. 

Mr.  Bonker.  CHAMPUS? 

Ms.  Owens.  Yes.  That  is  where  he  gets  his  DVD. 

Mr.  Bonker.  So  are  all  of  the  home  health  care  expenses  provid- 
ed covered? 

Ms.  Owens.  Not  everything  is  covered.  I  have  to  pay  for  some 
things,  supplies  and  things. 

Mr.  Bonker.  But  in  terms  of  the  emergency  care,  are  we  talking 
about  the  skilled  nursing  care  or  are  we  talking  about  custodial 
type  care? 

Ms.  Owens.  No.  RNs  and  LPNs  care  for  him.  He  has  many  medi- 
cal problems  that  they  have  to  attend  to  at  home. 

Mr.  Bonker.  So  we're  talking  basically  about  medical  problems 
and  skilled  nursing  care  that  is  being  covered  by  these  programs. 

Ms.  Owens.  Yes.  And  it  is  required  by  the  state  that  Michael 
cannot  go  to  school  unless  he  has  an  RN  with  him  because  of  his 
medical  problems.  Insurance-wise  they  would  not  allow  Michael 
into  school  without  an  RN. 

Mr.  Bonker.  And  if  these  programs  were  not  available,  or  were 
suddenly  not  there,  you  probably  wouldn't  be  able  to  afford  this 
kind  of  nursing  care,  which  amounts  to  how  much?  How  much  are 
we  talking  about? 
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Ms.  Merrifield.  All  of  the  licensed  care,  private-duty  nursing,  if 
you  will,  is  on  a  per  hourly  basis.  And  right  now  the  state  reim- 
bursement is  $16  an  hour  for  LPNs  and  $20.75  an  hour  for  RNs. 
And  we  are  currently  in  negotiations  with  the  State  trying  to  get 
that  increased  because  that's  only  about  two-thirds  of  what  the  re- 
imbursement rate  for  the  insurance  is. 

Mr.  Bonker.  Okay.  So  that  covers  about  two-thirds  of  the  stand- 
ard rate. 

Ms.  Merrifield.  Right. 

Mr.  Bonker.  For  skilled  and  for  unskilled? 

Ms.  Merrifield.  For  skilled,  only  skilled.  We  are  only  talking 
skilled  here. 

The  medically  intensive  kids  with  the  respiratory  problems — 
complicated  hemodialysis — can  only  have  skilled  care  because  they 
have  procedures  to  be  done  that  can  only  be  done  by  skilled  person- 
nel under  our  nurse  practice  act. 

Mr.  Bonker.  Okay. 

Kathie  Murray?  Let  me  ask  you  some  questions  about  your  situa- 
tion. You  say  that  in  your  particular  case  it  is  not  skilled  nursing 
care.  It  is  more  along  the  line  of  custodial  care  that  is  needed. 

Ms.  Murray.  That  is  true.  That  is  right. 

Mr.  Bonker.  And  the  alternative  in  your  case  is  that  you  were 
not  able  and  actually  willing  to  take  on  the  alternative  of  institu- 
tionalized care? 

Their  condition  is  such  that  they  could  not  exist  in  a  congregate 
care  facility,  a  nursing  care  facility? 

Ms.  Murray.  Well,  they  could  exist  in  a  congregate  care  facility. 
The  gap  is  that  congregate  care  facilities,  as  I  have  experienced  it, 
have  just  a  minimum  kind  of  care. 

They  have  a  medication  dispensary,  congregate  dining,  24-hour 
stand-by  for  emergencies.  But  unless  they  are  able  to  thrive  in 
some  way  as  a  business  and  hire  on  some  extra  help  to  be  there  to 
help  with  personal  assistance  kinds  of  things,  their  staffs  are 
stretched  to  the  limit,  just  covering  those  basics. 

In  my  particular  situation  my  parents  are  in  a  congregate  care 
facility  right  now.  And  I  have  been  able  to  keep  them  there  be- 
cause the  staff  has  been  unbelievably  wonderful  and  caring  about 
extending  themselves  as  far  as  they  could. 

Mr.  Bonker.  When  you  say  congregate  care  facility  you  are  not 
talking  about  a  nursing  home  are  you? 

Ms.  Murray.  No,  I  am  talking  about  a  retirement  home.  Now, 
okay,  there  are  some  congregate  elements.  Maybe  I  am  not  explain- 
ing it  exactly  right. 

They  live  in  individual  family  units  but  it  is  one  building  and  it 
is  carefully  supervised. 

Mr.  Bonker.  So  in  terms  of  level  of  care  this  is  less  than  you 
would  find  in  a  skilled  care  facility. 

Ms.  Murray.  Oh,  yes.  Tremendously,  quite  a  bit  less. 

Mr.  Bonker.  So  the  cost  factor  is  probably  less  than  what  we 
find  in  the  skilled  nursing  facility? 

Ms.  Murray.  Much  less. 

Mr.  Bonker.  About  how  much  a  month? 

Ms.  Murray.  We  are  paying  $1550  a  month  for  a  nice  little 
apartment. 
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Mr.  Bonker.  For  the  two  of  them? 

Ms.  Murray.  For  the  two  of  them. 

Mr.  Bonker.  $1550? 

Ms.  Murray.  $1550  a  month. 

Mr.  Bonker.  That's  pretty  good. 

Ms.  Murray.  Yes. 

Mr.  Bonker.  So  you're  pleased  with  that  arrangement? 

Ms.  Murray.  Yes,  I  am.  But  at  the  present  time,  because  of 
Dad's  problems  and  having  to  hire  somebody  to  help  with  him  in 
the  morning  and  the  evening  and  during  the  day  I  am  paying  an- 
other $25  a  day  for  this  personal  assistant. 

Again,  I  am  very,  very  fortunate.  I  found  people  that  would  work 
with  me,  and  aggressively  gone  out  and  looked  for  this.  It  is  hard 
to  find  them  through  normal  channels. 

Most  of  what  is  offered  is  skilled  nursing  care  through  an 
agency,  minimum  4  hours  a  stretch.  Not  1  hour  in  the  morning,  1 
hour  in  the  evening,  pop  in  2  or  3  times  during  the  day  and  help 
them  get  to  where  they  need  to  go,  get  dressed,  changed — that  kind 
of  thing. 

Mr.  Bonker.  When  they  were  living  with  you  did  you  have  any 
kind  of  custodial  service  support? 

Ms.  Murray.  They  were  not  ever  living  with  me,  except  for  just 
a  couple  of  months  when  the  first — 

Mr.  Bonker.  So  mostly  they  had  been  in  a  congregate  setting? 

Ms.  Murray.  No,  they  were  in  a  condominium  at  first.  When  we 
first  moved  them  out  here  we  thought  they  were  more  capable  of 
living  independently.  They  had  been  up  until  that  point.  We  had 
home  care. 

Mr.  Bonker.  You  say  that  they  are  now  living  more  or  less  off 
their  assets? 

Ms.  Murray.  Yes,  and  Medicare,  of  course.  Medicare — 

Mr.  Bonker.  Social  Security? 

Ms.  Murray.  Social  Security. 

Mr.  Bonker.  Not  Medicare,  Social  Security. 

Ms.  Murray.  Social  Security.  But  the  Medicare  portion  of  Social 
Security. 

Mr.  Bonker.  And  they  probably  have  some  retirement  income. 

Ms.  Murray.  The  Medicare  portion  of  Social  Security  pays  for 
some  of  their  medical  bills. 

Mr.  Bonker.  Yes,  of  course. 

Ms.  Murray.  Okay. 

Mr.  Bonker.  Why  don't  you  share  with  the  committee  just  brief- 
ly your  experience  with  the  Evergreen  Care  Network  and  what 
they  provided? 

Ms.  Murray.  Lifesaving.  Emotional  support,  definitely.  A  re- 
source of  knowledge.  When  this  first  occurred  I  had  practically  no 
knowledge  of  how  the  system  worked,  of  what  kinds  of  aid  were 
available,  and  what  kinds  of  resources  were  available,  even  more 
important. 

We  knew  we  had  a  situation  here  that  was  not  going  to  be  over 
with  very  quickly.  I  wanted  the  best  kind  of  care,  best  kind  of  as- 
sistance I  could  find  for  the  hours  I  could  not  be  there  to  help.  I 
wanted  the  assurance  of  safety. 
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And  we  needed,  as  the  circumstances  continued  to  change  our 
needs  continued  to  change.  And  they  were  always  able  to  help  me 
locate  the  next  best  resource. 

I  could  go  to  them  at  any  time  of  the  day  or  night  practically. 
They  were  always  accessible  to  me  with  questions. 

And  they  helped  get  through  the  red  tape.  They  were  wonderful. 
When  you  are  working  full-time,  and  your  hours  are  the  same  as 
business  people,  as  all  these  agency  hours,  finding  the  time  to 
make  all  these  calls  and  do  all  this  research. 

But  that  is  what  they  were  able  to  do,  a  great  deal  of  help  for 
me. 

Mr.  Bonker.  Well,  it  is  good  to  know  that  there  is  that  service 
out  there  helping  those  who  are  desperately  trying  to  find  ways  to 
cope  with  parents  or  family  members  who  are  disabled. 

Ms.  Robertson,  what  kind  of  outside  support  or  help  do  you  need 
to  care  for  your  husband? 

Ms.  Robertson.  Well,  I  just  really  need  someone  that  could  help 
me  when  I  have  to  be  away  from  him.  And  maybe  someone  at 
night  to  give  me  a  break  because  he  does  not  sleep  at  night,  and  it 
is  kind  of  hard  to  work  in  the  daytime. 

Mr.  Bonker.  So  it  is  around-the-clock  responsibility  for  you? 

Ms.  Robertson.  Yes,  it  is. 

Mr.  Bonker.  And  no  break  whatsoever?  You  do  not  have  any 
friends  or  others  in  the  family? 

Ms.  Robertson.  I  have  a  sister  that  has  been  coming  and  giving 
me  help. 

Mr.  Bonker.  Does  your  husband  require  skilled  nursing  care 
from  time  to  time? 

Ms.  Robertson.  No,  he  does  not  require  skilled  nursing  care.  It  is 
just  more  or  less — well,  he  needs  someone  to  help  him  get  dressed, 
someone  to  help  him  sometimes  to  the  bathroom,  and  see  that  he 
gets  something  to  eat. 

Mr.  Bonker.  Sure.  Well,  it  seems  to  me  that  that  is  a  good  exam- 
ple of  the  need  for  what  we  call  respite  care,  in  other  words  giving 
the  family  a  respite  from  the  on-going  responsibilities  of  caring 
around  the  clock. 

And  there  is  some  recognition  of  that  in  the  Catastrophic  Health 
Care  Bill  Congress  passed  earlier,  but  it  is  very  limited. 

And  I  think  what  we  are  looking  for  is  something  that  would  be 
more  extensive  because  at  some  point,  especially  if  a  spouse  is 
working,  you  just  cannot  provide  that  service,  or  that  help  to  your 
loved  one.  And  the  alternative,  of  course,  is  institutional  care. 

Ms.  Robertson.  Yes,  and  I  could  not  do  that. 

Mr.  Bonker.  Which  is  what  people  like  to  avoid  insofar  as  possi- 
ble. 

Respite  care,  adult  day  care  service,  that  is  all  embodied  in  this 
concept  of  long-term  home  health  care.  So  I  think  each  of  you 
would  see  some  advantages  associated  with  this  pending  legislation, 
which  is  why  we  are  having  a  hearing. 

And  I  want  to  thank  all  of  you  for  attending  the  hearing  today, 
and  adding  to  the  Committee's  record,  especially  Michael  Boden. 
Thanks  for  coming  here.  I  am  delighted  to  have  you,  and  to  have 
all  of  you. 
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I  will  now  call  up  the  second  panel  of  witnesses.  Representative 
Dennis  Braddock  from  the  42nd  District,  Chairman  of  the  House 
Health  Care  Committee  here  in  Washington  State.  In  July  of  this 
year  he  delivered  a  speech  at  the  Senior  Services  of  Washington 
workshop  on  the  state's  Medicaid  future. 

As  in  that  address,  his  testimony  on  Friday  will  focus  on  how  the 
State  of  Washington  will  address  some  long-term  health  care  needs 
of  this  growing  major  population. 

Also,  we  are  pleased  to  have  with  us  Maria  Cantwell.  She  is  a 
distinguished  member  of  the  committee.  And  she  will  be  providing 
additional  testimony  with  a  particular  emphasis  on  age,  and  vul- 
nerability of  aging  women  in  Washington  State. 

It  is  a  pleasure  to  have  you  here  today. 

Mr.  Braddock.  Pleased  to  be  here,  Congressman. 

Mr.  Bonker.  Glad  you  made  time  to  come  and  testify  and  to  help 
build  our  record.  And  Representatives  Braddock  and  Maria 
Cantwell  are  usually  on  this  side  of  the  table  listening  to  witnesses. 
So  now  they  have  an  opportunity  to  be  on  the  other  side.  And  we 
are  delighted  you  are  here.  And  you  may  proceed. 

STATEMENT  OF  DENNIS  BRADDOCK,  REPRESENTATIVE  FROM 
WASHINGTON'S  42nd  DISTRICT,  CHAIRMAN,  HOUSE  HEALTH 
CARE  COMMITTEE 

Mr.  Braddock.  Thank  you  very  much,  Congressman.  It  is  an 
honor  to  be  able  to  testify  before  your  staff  and  committee.  And  I 
am  particularly  pleased  to  see  that  you  are  making  time  available 
for  the  caregivers,  in-home  caregivers  to  testify  before  this  commit- 
tee. 

The  caregivers  in  this  in-home  care  are  people  that  I,  since  being 
Chair  of  the  health  care  committee,  deal  with  almost  weekly. 

And  unfortunately,  the  problems  that  they  run  into  are  not  rare. 
It  is  an  extremely  difficult  situation  to  have  to  deal  with  the  bu- 
reaucracy, deal  with  the  problems  of  geriatric  difficulties  of  their 
loved  ones. 

These  people  are  really  the  heroes  in  America  today,  the  people 
who  decide  to  take  on  this  very  difficult  task  of  in-home  care  to 
their  loved  ones. 

They  have  Ph.D.s  in  red-tape  cutting  and  Masters  in  Geriatrics 
before  they  are  through.  It  is  trying  on  these  people,  but  it  is 
always  gratifying  to  see  that  love  and  care  that  they  provide. 

We  have  provided  written  testimony  to  the  staff,  so  I  will  not  go 
over  that.  I  would  just  like  to  hit  a  few  points  that  I  think  would  be 
worth  considering  when  Congress  considers  long-term  care. 

And  I  hope  it  would  consider  in  the  broad  picture  where  in-home 
care  fits  in  the  entire  spectrum. 

In-home  care  is  viable  and  can  be  very  worthwhile,  not  only  to 
the  family,  as  has  been  testified  here  previously,  and  to  the  pa- 
tient, but  I  think  to  the  community  and  the  morality  of  our  society, 
period. 

But  in  spite  of  that  we  are  going  to  have  to  continue  to  have  the 
institutional  care  setting  available.  Nursing  homes  are  going  to 
continue  to  play  a  more  and  more  important  role  in  our  society  as 
this  population  increases. 
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But  as  far  as  in-home  care,  I  would  hope  that  the — and  it  is  diffi- 
cult. We  have  run  into  the  same  problem  on  a  smaller  scale  at  the 
state  level  as  you  have  on  the  federal  level.  How  to  provide  a  na- 
tional system  with  some  continuity,  some  justice,  some  equity 
with — and  still  maintain  the  flexibility  necessary  to  treat  each  one 
of  these  cases  as  an  individual. 

And  I  do  not  know,  I  have  not  figured  out  how  to  do  that,  even  at 
the  state  level.  You  have  my  sympathy  at  the  federal  level  to  work 
with  that  difficult  problem. 

And  I  would  use — this  morning's  New  York  Times  had  a  story  on 
3  House  members,  Barney  Frank  and  two  others  are  asking  the 
Medicare  financing  chief  to  resign.  And  the  reason  is  a  federal 
judge  has  recently  ruled  last  week  that  the  government  had  en- 
gaged in  reprehensible  actions  in  repeatedly  denying  health  care 
benefits  in  the  home  to  patients  on  grounds  that  were  contradicto- 
ry, or  were  contrary  to  the  plain  language  of  the  Medicare  act. 

Mr.  Bonker.  Incidentally,  Dennis,  that  is  not  unusual.  This  Ad- 
ministration has  conducted  itself  in  ways  that  are  totally  contrary 
to  the  law,  or  to  congressional  intent. 

Mr.  Braddock.  You  will  find  it  hard  to  believe  that — 

Mr.  Bonker.  Fortunately,  there  is  only  a  few  more  months  of 
that  remaining. 

Mr.  Braddock.  The  guidelines  were  never  published  or  debated. 
And  they  refused  to  pay  for  home  care  in  a  really — took  a  flexible 
position  on  that.  And  caused  great  problems  for  many  people  who 
could  benefit. 

As  I  say,  one  of  the  areas  I  would  also  hope  that  we  could  look  at 
and  the  state  would  be  very  happy  to  work  with  the  Federal  Gov- 
ernment, the  entire  area  of  geriatrics  training. 

Here  in  this  State  we  have  a  great  medical  research  institution. 
They  spend  almost  nothing  on  geriatric  care  research. 

They  spend  millions  on  in  vitro  fertilization.  They  spend  pennies 
on  incontinence  training.  We  need  to,  I  think,  look  at  the  priorities 
and  hopefully  persuade  the  medical  research  institutions  to  pay  a 
little  more  attention  to  it. 

It  is  much  more  glamorous,  and  unfortunately  to  date  has  been 
much  less  lucrative  than  the  acute  care  setting.  We  cannot  contin- 
ue to  serve  these  people  with  people  who  are  not  well-trained. 

That  is  one  of  the  major  problems  I  have  run  into.  People  can  be 
in  need  of  long-term  care  and  have  a  chance  to  be  rehabilitated. 
But  during  their  entire  case  they  may  not  see  someone  that  knows 
what  they're  doing. 

We  need  to  train  more  professionals.  Hopefully  we  can  get — 
maybe  the  federal  law  could  be  changed  to  allow  nurse  practition- 
ers to  recertify  Medicaid  or  Medicaid  eligibility  for  nursing  home 
patients.  That,  I  think,  would  give  a  lot  more  attention  to  people  by 
a  professional. 

Very  likely  we'll  know  more  about  a  geriatric  care  than  a  physi- 
cian. Just  because  a  person  is  a  physician  does  not  mean  they  know 
anything,  necessarily,  about  geriatric  care. 

So  I  think  we  could  look  at  the  law  that  really  keeps  nurse  prac- 
titioners from  serving  an  important  role.  Could  be  helpful. 
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And  in  my  testimony  there,  and  if  you  have  any  questions,  but  as 
you  know,  the  area  of  long-term  care  is  women  outnumber  men.  To 
their  credit  they  live  much  longer  than  we  do. 

And  it  is  a  very  serious  issue  for  women,  the  aging  female  popu- 
lation. But  I  think  maybe  more  importantly,  women  have  taken 
the  role  of  being  the  caregiver,  and  have  to  be  responsible  for  the 
care. 

Representative  Cantwell  is  working  on  this  issue  and  knows  a 
considerable  amount  about  that.  And  we  would  like  to  turn  the  tes- 
timony over  to  Maria. 

[The  prepared  statement  of  Mr.  Braddock  follows:] 
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INTRODUCTION 

Nineteen  eighty-eight  marks  a  point  in  history  when  we  must  address  long- 
term  care  issues  with  a  re-energized  philosophy,  and  corresponding  action 
oriented  approaches  that  are  in  step  with  the  social  and  technical  realities  of 
the  twenty-first  century.  Most  important  is  the  recognition  that  the  federal- 
state  long-term  care  partnership  must  now  adapt  itself  and  respond  to  this 
challenge  with  a  clear,  unifying  and  directional  policy. 

The  picture  that  is  quickly  emerging  in  Washington  State,  as  well  as  across 
the  remainder  of  the  country,  is  that  long-term  care  is  no  longer  synonymous 
with  just  nursing  homes  and  the  elderly.  It  has  now  become  a  broader  issue 
that  includes  the  functionally  dependent  newborn  to  the  "very  old".  Long-term 
care,  at  least  at  the  state  level,  also  now  encompass  a  wide  range  of  service 
options  that  are  based  on  the  consumer's  clear  preference  for  in-home  care 
services.  No  longer  just  a  concern  of  aged  and  infirmed  patients,  long-term 
care  is  rapidly  emerging  as  a  family  concern. 

IN  HOME  CARE  IN  WASHINGTON  STATE 

The  recent  federal  interest  in  expanding  in-home  long-term  care  services 
comes  as  no  surprise  to  us.  Washington  State  residents  have  clearly  voiced  their 
preference  for  avoiding  nursing  homes,  and  instead  desire  a  wide  range  of  long- 
term  care  services  based  primarily  in-home.  Despite  many  logistics  and  funding 
impediments,  we  have  been  attempting  to  build  this  type  of  service  into  our 
long-term  care  system  for  the  past  ten  years. 

Our  experience  in  providing  community-based  and  in-home  long-term  care 
services  has  given  us  a  keen  insight  into  the  challenges  of  developing  such 
programs.  We  have  found  that  the  two  biggest  challenges  to  building  effective 
and  viable  in-home  programs  are  the  lack  of  sufficient  and  stable  funding  and 
the  inability  to  accurately  gauge  the  level  of  demand  for  available  services. 
Each  of  these  challenges  have  resulted  in  cutbacks  and/or  caps  in  these  state 
funded  programs.  Without  a  stable  funding  base  we  will  have  to  continue 
offering  services  almost  on  a  contingency  bases. 
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Although  we  are  attempting  to  adequately  respond  to  the  basic  needs  of  our 
functionally  disabled  residents  and  patients,  our  piecemeal  approach  is 
undermining     the     expressed     program     goals.  More     specifically,     our     goals     for 

developing  an  effective  in-home  care  component  are  to: 

1.  Reduce    the    demand    for    institutional    services    by    helping    some    of    the 
chronically  ill  avoid  or  postpone  nursing  home  or  hospital  care. 

2.  Improve     both     the     physical     and     mental     well-being    of     the     functionally 
disabled. 

3.  Potentially  reduce  the  overall  costs  of  providing  long-term  care. 

4.  Improve  the  overall  quality  of  long-term  care  services. 

5.  Bring    the    social    component    of    long-term    care    into    greater    use    in    lieu 
of  the  heavily  used  medical  model. 

It  is  important  to  note  that  the  jury  is  still  out  on  the  ability  of  our  in- 
home  care  programs  to  meet  these  key  goals.  National  studies  have  provided 
limited  evidence  for  supporting  the  notion  that  in-home  care  is  the  panacea  for 
fixing  all  that  is  wrong  with  our  current  long-term  care  system,  especially  in 
regards  to  costs.  However,  it  has  been  suggested  that  cost  substitution,  the 
overall  driver  of  long-term  care  reform,  may  not  be  the  key  issue.  Rather,  our 
decision  to  build  an  effective  and  appropriate  long-term  care  system  should  be 
based  on  our  commitment  to  care  for  the  functionally  disabled.  We  should  look 
at  need,  reciprocity,  veteranship  and  concern  for  the  family  as  a  unit,  as 
important  factors  for  providing  adequate  community  based  care. 

A  long-term  care  system  based  on  these  fundamental  values,  however,  raises 
serious  questions  about  cost.  Furthermore,  it  brings  into  sharp  focus  some 
important  concerns  about  demand  for  services  versus  overall  distribution  of 
available  funds.  In  Washington  State  we  have  had  to  address  tough  questions 
such  as:  Should  we  set  limits  on  long-term  care  services?  What  should  these 
limits  be?    Who  decides?  Who  Pays?    Who  is  allowed  access? 

It  is  time  for  the  federal  government  to  take  a  leadership  role  in 
formulating  these  decisions  and  developing  a  sound  fiscal  base.  In  addressing 
these  issues  the  federal  -  state  long-term  care  partnership  must  begin  to  re- 
examine the  values  patients  and  their  families  give  to  satisfaction,  independence, 
quality  of  life  and  outcomes. 

This  emerging  understanding  of  long-term  care,  together  with  the  prospects 
of    a    growing    aged    population    in    Washington    State,    have    resulted    in    a    greater 
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need    to    recognize    the    demand    for    appropriate    long-term    care    services    as    well    as 
the    need    to    define    the    philosophy    under    which    these    services    are    made    available. 

DEMAND  FOR  LONG-TERM  CARE  SERVICES  IN  WASHINGTON  STATE 

1.  One  of  the  most  pervasive  variables  expected  to  drive  up  the  demand 
for  long-term  care  is  the  projected  growth  trends  among  the  elderly. 
In  Washington  State,  the  elderly  population  is  expected  to  increase 
76%  by  the  year  2010.  Of  even  greater  consequence  is  the  expected 
increase  in  the  "old  old"  population  during  this  same  period  of  time. 
The  over  85  population  will  increase  up  to  a  remarkable  156%. 
Among  this  85  +  elderly  population,  one  out  of  every  four  is  expected 
to  require  institutionalization  at  some  point  and  up  to  40%  will  become 
functionally  dependent  in  either  eating,  bathing,  toileting  or  dressing. 

2.  By  the  year  2010,  the  average  female  life  expectancy  is  projected  to 
increase  to  86.1  years  and  the  number  of  women  over  age  85  will  more 
than  double. 

3.  The  "baby  boomers"  also  known  as  the  "trend  generation"  are  expected 
to  become  collectively  the  largest  group  of  older  persons  this  nation 
will  ever  face.  Although  they  have  not  yet  come  of  age  to  be 
significant  users  of  long-term  care  services,  they  are  beginning  to 
wake  up  to  the  fact  that  someday  they  may  need  them.  As  a  result 
of  this  phenomenon,  "baby  boomers"  are  expected  to  play  a  larger 
role  in  development  of  long-term  care  policy  and  the  delivery  of 
services.  This  generation  is  not  only  expected  to  directly  affect  the 
overall  demand  of  services  but  also  the  type  and  quality  of  those 
services. 

4.  Another  factor  expected  to  play  a  larger  role  in  the  demand  for  long- 
term  care  services  is  the  predicted  increase  among  the  traumatically 
head  injured,  persons  with  AIDS  and  AIDS  related  syndrome,  Alzheimer 
patients,  the  developmentally  disabled  and  disabled  infants,  also  known 
as  "technology-dependent  children."  A  combination  of  medical 
heroics  and  advancing  life  saving  medical  technology,  have 
contributed  substantially  to  the  demand  for  long-term  care  services. 
In     addition,     services     provided     in-home     as     well     as     institutional     are 
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being     adapted      to     meet     the     needs     of     sicker     and     more     dependent 
patients. 
5.         Demand    is    also    being   shaped    by    changes    in    the    structure    of    the    family. 
In     Washington     State     we     have     a     proud     tradition     of     strong     family 
support.        This     ideal     family     support     structure,     however,     is     frail     and 
eroding     rapidly.        This    condition     is     due     to     greater     mobility,     a     high 
number      of      single      parent      families,     and      the      realization      that      elder 
children     are     finding     it     increasingly     difficult     to     take     care     of     their 
disabled  elder  parents.  The  average  age  of  a  family  care  giver  is  57. 
In    Washington    State    we    are    also    faced    with    a    dwindling    number    of    family 
caregivers,     as     more     women     are     being     employed     outside     the     home.         Of     the 
remaining  caregivers,  approximately  one-third  are  currently  employed. 

The  majority  of  all  long-term  care  services  continue  to  be  provided  by 
family  members  despite  the  difficulties.  What  remains  to  be  known  is  just  how 
long  this  important  component  of  our  long-term  care  system  can  be  maintained 
and  in  what  form. 

The  funding  challenges  that  are  emerging  as  a  result  of  the  increased 
demand  have  caused  many  Washington  State  policy  makers  to  look  towards  the 
federal  government  for  creative,  flexible  and  sufficient  financial  assistance. 

LONG-TERM  CARE  FINANCING 

The  1987  -  1989  biennium  long-term  care  budget  for  Washington  State  is 
$665.6  million  (excluding  mental  health  and  developmental  disabilities  programs). 
Washington  State's  contribution  to  this  is  $322,513  million.  Nursing  home  care 
consumes  the  lion's  share  (74.4%)  of  this  budget.  In  sharp  contrast,  in-home 
community  based  services  represent  only  25.6  percent  of  the  state's  total  long- 
term  care  budget. 

Washington  State  ranks  nineteenth  in  the  nation  for  overall  spending  for 
long-term  care  services.  Of  more  important  note,  however,  is  that  we  rank 
eighth  for  the  state-only  amount  contributed  to  long-term  care  services.  This 
figure  underscores  Washington  State's  commitment  to  funding  these  services. 

Despite  the  great  emphasis  that  we  have  placed  on  building  a  comprehensive 
and  effective  long-term  care  system  the  amount  of  federal  resources  dedicated  to 
long-term  care  services  is  severely  limited. 
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FEDERAL  BARRIERS  TO  PROVIDING  EFFECTIVE  LONG-TERM  CARE  SERVICES 
PROBLEMS 

1.  One  of  the  major  problems  confronting  our  efforts  to  build  a  balanced  and 
effective  long-term  care  system,  is  its  almost  overwhelming  institutionally 
bias.  Medicaid,  which  is  the  primary  payment  source  for  long-term  care, 
orientates  its  funding  primarily  towards  institutional  based  care.  Less  than 
2  percent  of  national  program  outlays  are  for  in-home  care.  Because  of  the 
lack  of  appropriate  federal  funding  for  in-home  care,  nursing  homes  have 
become  the  principle  providers  of  long-term  care  for  the  disabled  poor. 

This  resource  environment  drives  the  system  towards  nursing  home  care  and 
retards  the  growth  of  in-home  support  services  which  complement  the 
informal  care  system  and  is  most  desired  by  those  needing  this  type  of 
care. 

2.  Medicare  does  not  cover  long-term  care  services.  Medicare  separates  acute 
care  (physician  and  hospital)  from  long-term  care  services.  Most  elderly 
consumers  do  not  realize  this  important  fact  and  continue  to  erroneously 
assume  that  their  long-term  care  cost  will  be  paid  by  this  federal  funding 
source. 

3.  The  Older  Americans  Act  provides  funds  for  a  broad  range  of  services 
including  in-home  care,  but  funding  levels  are  minimal. 

SOLUTIONS 

1.  The  federal  government  should  consider  developing  a,  new  full  range  of 
service,  long-term  care  system  as  part  of  a  medicare  financing  package. 
The  system  should  be  based  on  a  social  insurance  model  that  includes: 

-  universal  eligibility  based  on  functional  dependence 

-  administration  by  state  government 

-  local  management 

-  funding    through    beneficiary    premiums,    co-payments    and    medicare 
payroll  tax  revenues. 

This  system  would  provide  a  continuum  of  services  from  personal  care  to 
medially  oriented  institutional  care  which  would  encompass  all  the 
components  of  a  well  defined,  balanced  and  well  coordinated  long-term  care 
system. 
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2.  Another  possible  solution  at  the  federal  level,  may  be  to  shift  the  entire 
Medicaid  long-term  care  program  to  the  states  via  a  block  grant  based  on 
an  appropriate  allocation  formula.  This  option  would  allow  individual  states 
to  define  policy  according  to  local  needs  and  conditions. 

OTHER  AREAS  OF  CONCERN 

SHORTAGE  OF  LONG-TERM  CARE  PROFESSIONALS 

A  strong  and  effective  long-term  care  system  must  have  more  than  just  an 
ideal  and  elaborate  system  of  delivering  care.  The  most  important  component 
which  must  present,  is  a  sufficient  number  of  highly  qualified  and  trained 
caregivers. 

In  Washington  State  we  are  realizing  the  effects  of  a  shortage  of  allied 
health  professionals  and  para-professionals.  The  impact  of  this  shortage  is  being 
severely  felt  by  long-term  care  providers  -  both  in  the  community-based 
programs  and  in  all  other  health  care  institutions. 

In  a  concerted  effort  to  address  the  critical  conditions  drastically  impacting 
all  long-term  care  service  providers  we  are  in  support  of  a  federal  initiative  that 
will  promote  the  training  and  recruitment  of  geriatric,  social  gerontology,  and 
all  other  allied  health  and  in-home  care  specialists.  This  initiative  will  be  a 
first  step  in  the  development  of  a  coordinated  nationwide  approach  of  education 
and  research  in  long-term  care.  The  effort  should  utilize  the  resources  of 
medical    schools    and    other    related    departments    in    institutions    of    higher    education. 
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Mr.  Bonker.  Representative  Cantwell. 

STATEMENT  OF  MARIA  CANTWELL,  REPRESENTATIVE  FROM 
WASHINGTON'S  44th  DISTRICT,  MEMBER,  HOUSE  HEALTH  CARE 
COMMITTEE 

Ms.  Cantwell.  Thank  you. 

I  would  like  to  also  express  my  appreciation  for  this  opportunity 
to  address  you  and  your  staff,  and  have  this  information  entered 
into  the  record. 

I  would  also  like  to  express  my  thanks  and  gratitude  for  the  Con- 
gressman for  your  efforts  in  the  area  of  long-term  care  program  na- 
tionally. 

As  you  well  know,  our  State  is  undertaking  a  review  of  that  pro- 
gram and  trying  to  build  a  stronger  program.  And  the  federal 
changes  that  have  been  recently  passed,  I  think,  have  provided  us  a 
good  guiding  light  as  to  where  we  can  go  as  a  state  in  that  pro- 
gram. So  I  commend  you  for  your  efforts  there. 

I  do  want  to  put  a  footnote,  I  guess,  in  this  hearing  about  the 
role  of  women  in  long-term  care.  Not  to  the  exclusion  of  other 
groups  in  long-term  care  because  we  all  know  there  is  a  wide  spec- 
trum of  people  involved,  both  as  caregivers  and  as  those  receiving 
care. 

But  I  think  if  we  are  going  to  look  at  the  solutions  to  a  long-term 
care  system  for  the  future  that  we  must  take  into  consideration  the 
particular  needs  of  women,  both  in  the  sense  of  being  those  who 
need  care  and  of  the  caregivers. 

Mr.  Bonker.  Incidentally,  the  first  panel,  those  who  are  on  the 
front  line  in  this  area,  they  were  all  women. 

Ms.  Cantwell.  Obviously. 

Ms.  Cantwell.  And  it  is  an  interesting  role.  We  can  talk  about 
the  social  changes  that  are  happening.  And  maybe  that  will  re- 
verse down  the  road.  But  for  the  next  several  years  we  are  going  to 
be  dealing  with  an  aging  population  that  is  almost  going  to  double 
as  far  as  women  by  the  year  of  2,010,  and  the  fact  that  the  base  of 
their  support,  those  caregivers,  female  caregivers  that  would  care 
for  them,  may  not  be  there.  And  that,  I  guess,  is  what  I  would  like 
to  focus  on  today,  the  fact  that  we  do  have  women  living  longer, 
but  not  necessarily  living  longer  and  more  healthy  situations. 

They  have  longer  periods  of  chronic  health  problems,  heart  dis- 
ease, osteoporosis,  arthritis.  And  that  a  lot  of  times  the  help  that 
they  need  to  get  doesn't  come  soon  enough.  And  so  consequently 
they  have  more  of  what  you  would  call  the  out-of-pocket  expenses. 

They  may  not  enter  the  system  for  whatever  reason.  Maybe  it  is 
their  traditional  rule  that  prevents  them  from  then  accessing  some 
of  those  programs  that  are  available,  and  thereby  depleting  their 
own  funds  at  a  quicker  rate  than  some  of  the  male  population  who 
do  get  into  long-term  care  area. 

Mr.  Bonker.  If  you  can  withhold  further  comments  for  just  a 
moment,  Ms.  Cantwell,  I  would  like  to  welcome  my  colleague,  Mary 
Rose  Oakar,  a  U.S.  Representative  soon  to  be  chair  person  of  the 
Democratic  Caucus  in  the  House  of  Representatives,  she  has  ar- 
rived from  a  very  short  journey  from  Portland.  And  I  trust  that 
you  were  not  delayed  by  weather  conditions. 
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Ms.  Oakar.  No,  just  the  air  traffic,  Mr.  Chairman. 

Mr.  Bonker.  The  air  traffic.  Well,  we  have  a  couple  of  State  leg- 
islators here  who  are  going  to  do  something  about  that  problem. 

Right  now  we  are  addressing  the  concerns  of  long-term  health 
care.  We  are  hearing  from  Dennis  Braddock,  who  is  the  chairman 
of  the  House  Health  Care  Committee,  and  Representative 
Cantwell,  who  is  a  specialist  in  this  area,  and  also  a  member  of 
that  committee. 

You  can  see  it  is  a  very  young  legislature  here  in  Washington 
State. 

Ms.  Oakar.  Progressive.  I  can  see  that. 

Mr.  Braddock.  I  wouldn't  go  that  far. 

Mr.  Bonker.  Representative  Cantwell  was  talking  about  particu- 
lar concerns  associated  with  women  in  terms  of  long-term  care  and 
long-term  needs,  so  Maria  why  don't  you  continue? 

Ms.  Cantwell.  Thank  you. 

Well,  as  I  was  saying,  Congresswoman,  that  the  needs  of  older 
women  can  sometimes  be  put  off  to  longer  delays  than  men.  Conse- 
quently their  expenses  and  needs  in  the  long-term  area  can  be 
greater. 

But  what  about  the  role  of  women  as  caregivers.  We  know  that 
about  70  to  80  percent  of  the  family  care  that  is  given  is  given  by 
women.  And  yet  that  population  is  shrinking  because  of  numbers 
of  those  women  going  on  to  carry  out  other  functions  in  family 
roles,  specifically  employment  outside  the  home. 

The  number  of  women  expected  to  be  able  to  actually  provide 
both  formal  and  family  long-term  care  services  is  expected  to  be 
significantly  smaller  in  the  future.  How  do  we  meet  that  responsi- 
bility in  planning  a  long-term  care  system. 

I  think  that  the  challenges  that  we  will  have  in  addressing  both 
the  needs  of  a  growing  female  elderly  population,  as  well  as  the 
lack  of  caregivers  is  that  we  must  make  sure  that  women  access 
the  system.  And  just  because  of  their  traditional  role  as  caregiver 
in  the  family,  not  delay  their  access  to  the  health  care  system. 

We  also  need  to  make  sure  that  we  provide  more  incentives  to 
have  more  caregivers  in  the  family  unit  so  that  we  will  not  have  a 
situation  where  that  care  is  not  provided  on  a  constant  basis,  there- 
by having  an  illness  go  to  a  longer  period  of  time  before  it  is  ad- 
dressed, thereby  accelerating  the  institutionalization  of  a  patient 
beyond  what  might  have  been  needed  if  that  care  was  given  sooner. 

And  I  think  that  we  also  have  to  look  at  the  role  of  women  who 
then  need  care  and  may  not  have  had  the  background  as  far  as  fi- 
nancial responsibility  in  the  family,  and  thereby  may  need  some 
sort  of  brokerage  service  when  they  actually  are  preparing  to  enter 
into  some  sort  of  long-term  care  system. 

I  think  what  we  need  to  look  at,  both  at  the  state  level  and  the 
federal  level,  and  I  hope  that  we  can  work  closely  together,  is  that 
we  need  to  build  a  stronger  federal  program  that  has  an  orienta- 
tion specifically  towards  women  and  their  needs. 

That  means  that  we  have  to  have  educational  programs  that 
train  a  larger  number  of  geriatric  specialists  in  the  specific  needs 
of  women,  both  socially  and  health  needs.  And  that  we  need  those 
epidemiological  studies  that  must  focus  on  the  ramifications  of  rap- 
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idly  growing  elderly  women,  and  the  demand  for  those  health  serv- 
ices. 

And  I  think  that  is  something  that  Dennis  Braddock  focused  on, 
the  fact  that  we  need  to  take  that  opportunity  to  focus  here  in  our 
state  with  our  institutions,  but  specifically  focus  on  women  as  a 
particular  population. 

And  then  I  think  that  we  need  to  look  at,  given  the  fact  that  we 
are  losing  these  women  as  caregivers,  that  the  area  of  respite  care 
may  play  a  role  in  helping  that  situation. 

So  I  look  forward  to  working  not  only  with  Chairman  Braddock, 
who  has  provided  great  leadership  in  their  long-term  care,  but  with 
the  federal  programs  that  would  be  developed  in  this  area.  Thank 
you. 

Mr.  Bonker.  Well,  thank  you  both  for  your  testimony.  And  my 
compliments  to  the  Washington  State  legislature  for  doing  so  many 
things  in  health  care  that  are  innovating. 

And  on  many  occasions,  they  really  become  a  model  for  federal 
legislation.  For  example,  with  respect  to  welfare  reform  you  are 
taking  a  lead  and  actually  were  able  to  get  a  key  federal  waiver 
and  do  other  innovative  things  to  make  sure  that  the  welfare  pro- 
gram is  sufficiently  imaginative  to  allow  people  alternatives  to 
work  and  meet  their  daily  responsibilities. 

Of  course  there  are  many  examples  in  the  area  of  health  care.  I 
would  like  to  hear  more  about  the  COPES  program,  since  Washing- 
ton State  is  one  of  the  few  to  get  a  waiver  from  Medicaid  so  that 
you  could  do  some  experimental  things  with  respect  to  home  and 
community  based  services. 

I  think  it  would  be  good  for  our  record  to  have  something  to  dem- 
onstrate the  success  of  the  program  and  how  we  might  expand  it. 

Mr.  Braddock.  Well,  I  think  the  COPES  program  has  been  very 
successful  in  terms  of  numbers  of  people  who  are  being  served. 

The  problem  that  we  have  with  the  COPES  program  is  the 
demand  is  far  exceeding  our  capacity  to  serve.  And  we  need  to  be 
able  to  have  more  flexibility. 

Hopefully,  we  will  be  able  to  convince  the  other  members  of  leg- 
islature and  the  administration  that  we  need  further  flexibility 
under  Medicaid  to  provide  other  in-home  care  currently  with  State 
and  Federal  Government  working  together  on  the  COPES  program. 

But  we  have  a  CHORE  service  program  that  the  state  is  funding 
that  is  growing  dramatically.  And  we  need  to  expand  that  to  pro- 
vide the  services  to  meet  demand. 

But  the  COPES  program  has  been  one  that  does  allow  the  flexi- 
bility to  meet  in-home  care  needs.  And  it  has,  and  does  indeed  keep 
people  from  going  to  an  institution  who  can  be  served  at  home. 

But  again,  we  need  to  expand  our  program  because  it  has  been  so 
popular.  We  have  grown  from  about  $25  million  bi-annum,  3  bi- 
annum  about  six  years  ago  to  $75  million — more  than  $75  million 
currently  for  those  programs. 

So  the  demand  is  there.  There  is  no  doubt  about  it.  The  COPES 
program,  we  need  to  be  able  to  expand  what  we  can  serve.  But  it 
has  worked  extremely  well. 

Mr.  Bonker.  Well,  I  think  the  challenge  for  all  levels  of  the  gov- 
ernment is  how  we  are  going  to  meet  the  growing  demands  for 
service,  especially  with  aging  of  our  population. 
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You  are  seeing  the  need  at  your  level.  And  definitely  we  are  at  a 
federal  level.  At  a  time  when  we  are  trying  to  come  to  grips  with 
the  Gramm-Rudman  deficit  reduction  targets  and  the  like,  Medi- 
care is  simply  not  adequate  to  meet  the  full  range  of  needs. 

In  fact  we  have  been  cutting  back  on  Medicare,  not  the  services 
but  reimbursements  over  the  last  couple  of  years.  And  it  is  very 
limited  as  to  what  it  covers  beyond  just  hospital  care,  physician 
care,  and  some  nursing  home,  which  is  usually  hospital  related. 

And  Medicaid  of  course  has  intended  to  help  those  who  are  not 
able  to  help  themselves.  But  for  those  people  in  the  middle  who 
have  tremendous  needs,  they  too  often  watch  their  assets  disappear 
as  they  are  trying  to  meet  acute  medical  costs,  or  institutional 
care. 

It  is  not  only  a  health  care  problem,  but  it  can  be  an  economic, 
and  a  social  problem.  And  I  would  rather  imagine  that  down  the 
road  we  are  going  to  need  more  partnerships  between  Federal  and 
State  governments  as  we  meet,  not  only  the  needs  of  seniors  and 
the  disabled  and  the  needy,  but  the  37  million  Americans  who  now 
have  no  health  care  at  all.  And  somebody  has  to  pick  up  that  tab. 

So  I  think  health  care  generally  is  going  to  be  very  high  on  the 
agenda.  Mary  Rose  Oakar  has  been  one  of  the  real  leaders  in  Con- 
gress in  this  area,  and  recently  sponsored  a  comprehensive  health 
care  bill. 

I  would  like  to  at  this  time  call  upon  her  before  she  pursues 
some  questions.  Since  she  didn't  have  an  opportunity  for  an  open- 
ing statement,  which  she  certainly  may  insert  for  the  record,  I 
would  like  to  invite  her  to  tell  the  committee  and  the  people  who 
are  present  here  something  about  the  legislation  she  has  sponsored. 

STATEMENT  OF  REPRESENTATIVE  MARY  ROSE  OAKAR 

Ms.  Oakar.  Well,  thank  you  very  much,  Congressman  Bonker, 
Mr.  Chairman. 

First  of  all,  I  want  to  say  how  sorry  I  am  that  the  flight  was  de- 
layed. We  sat  for  about  45  minutes  in  the  plane.  It  was  very  frus- 
trating. But  it  is  beautiful  to  be  in,  not  only  Portland,  but  certainly 
Seattle  and  the  State  of  Washington,  your  district. 

Mr.  Bonker.  Did  you  fly  over  Mt.  St.  Helens? 

Ms.  Oakar.  Sure  did. 

Mr.  Bonker.  You  flew  over  my  district. 

Ms.  Oakar.  I  sure  did.  I  thought  about  it  as  a  matter  of  fact,  be- 
lieve it  or  not. 

But  this  is  a  beautiful  area  of  our  country,  and  I  am  honored  to 
be  here,  and  honored  to  be  with  you  and  the  distinguished  panel- 
ists, and  certainly  the  fine  witnesses  from  your  legislature  as  well 
as  the  others. 

I  did  read  some  of  the  testimony.  I  first  of  all  wanted  to  say  that 
Congressman  Bonker  and  I,  he  is  Chair  of  one  of  the  important 
subcommittees  on  aging.  And  I  am  one  of  the  new  kids  on  the 
block  in  the  House.  I  have  only  been  in  there  11  years.  I  think  you 
have  been  there  a  little  bit  longer. 

Mr.  Bonker.  Old-timer.  I'm  14. 

Ms.  Oakar.  Fourteen.  But  I  have  been  on  the  Aging  Committee. 
And  you  get  on  these  committees  if  you  want  to  be  on  the  commit- 
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tees.  And  both  Congressman  Bonker  and  I  have  a  desire  to  be  on.  It 
is  not  easy  to  get  on  either  because  they  are  select  committees.  And 
as  I  am  sure  the  representatives  know  it  is  a  difficult  kind  of  thing 
when  you  want  an  extra  committee. 

But  I  wanted  the  people  to  know  what  an  outstanding  proponent 
for  the  elderly  Congressman  Bonker  is.  And  as  a  matter  of  fact  you 
have  just  introduced,  among  the  bills  that  you  have  introduced 
over  the  years,  Don,  related  to  long-term  care. 

And  I  was  struck  by  the  fact,  when  I  heard  the  distinguished  rep- 
resentatives talking  about  respite  care  as  an  avenue  approach  that 
we  ought  to  be  thinking  of  that  your  bill  does  address  that  very  im- 
portant facet. 

And  from  my  perspective,  the  fastest  growing  population  in  the 
country  are  people  over  85.  You  may  have  discussed  that  before, 
but  that  is  the  good  news.  I  think  the  bad  news  is  that  we  are  not 
looking  at  the  situation  comprehensively,  and  addressing  the  needs. 

And  we  have  situations  where  we  have  7-year  old  children  taking 
care  of  90  year  old  parents.  And  I  think  you  are  absolutely  on- 
target  when  you  say  that  very  often  the  role  of  caregiver  certainly 
is  the  family,  and  most  specifically  it  happens  to  fell  mainly  on 
women. 

And  so  we  do  have  to  address  those  issues  in  a  fashion.  I  think 
your  bill  is  just  terrific.  It  is  very  comprehensive.  It  is  a  reasonable 
approach  to  long-term  care. 

And  it  provides  relief  for  the  families  as  well.  You  know,  I  spon- 
sored a  bill — Don  has  been  a  cosponsor  of  it  for  many  years — on 
elder  abuse. 

And  one  of  the  reasons  we  have  such  terrible  phenomenon  in 
this  country  is  that  families  cannot  always  have  the  proper  serv- 
ices to  take  care  of  their  loved  ones. 

Frankly,  it  is  not  always  their  initial  fault  because  we  have  not 
provided  the  kinds  of  things— I  noticed,  Representative  Braddock, 
in  your  testimony,  which  I  had  a  chance  to  read,  that  you  talked 
about  the  problem  with  Medicare,  that  it  is  very,  very  definitely — 
in  Medicaid,  rather — geared  toward  institutionalization  as  opposed 
to  the  ominous  view  that  Don  takes  in  terms  of  home  care  and 
other  kinds  of  care  that  are  so  important. 

So  I  am  a  fan  of  your  bill.  And  your  bill  really  complements 
what  I  would  like  to  do  in  terms  of  long-term  care.  And  that  is  that 
we  have,  like  the  program  that  you  have  in  the  State  of  Washing- 
ton, 20  pilot  projects  across  the  country. 

Well,  you  take  people  who  want  to  enroll  in  the  program.  It  is  a 
pure  option  under  Medicare.  And  you  take  a  team  of  health  profes- 
sionals. And  you  decide  what  needs  they  have — whether  their 
needs  are  ambulatory  or  long-term,  whether  they  need  a  nursing 
home  for  an  interim  period.  They  may  need  some  nutritional 
advice  because  1  out  of  4  older  people  have  anemia. 

They  may  have  a  broken  hip  for  an  interim  period;  they  need, 
maybe  nursing  home  care.  But  they  may  not  need  permanent  nurs- 
ing home  care. 

And  you  don't  have  the  bias  of  only  going  to  doctors  or  hospitals, 
but  you  have  a  team  so  that  you  work  with  nurses  and  mental 
health  providers  and  nutritionists,  and  certainly  doctors  and 
others,  home  health  care  providers. 
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And  we  know  one  thing,  that  when  you  treat  people  comprehen- 
sively, and  you  say  whatever  your  needs  are  we  are  going  to  try  to 
provide  it,  it  is  not  only  cheaper  in  the  long-term  but  you  deal  with 
people,  and  give  them  the  quality  help  they  deserve  in  their  older 
age. 

And  so  we  are  very,  very  concerned  about  the  fact  that  in  the 
budgeting,  which  Don  is  really  much  more  of  an  expert  in  that 
area  than  I  am  because  of  his  experience  in  the  kind  of  attention 
that  he  pays  to  those  areas. 

But  in  the  budgeting,  they  only  budget  for  1  year.  So  naturally, 
it  appears  in  the  first  year  as  if  it  is  going  to  be  very  expensive  to 
give  people  whatever  their  needs  are  in  a  comprehensive  fashion. 

But  in  the  long-term  it  is  cheaper  and  the  quality  of  care  is 
better. 

Your  bill,  I  think,  is  so  important,  particularly  for  families  who 
are  struck  with  a  loved  one  who  has  a  disease  like  Alzheimer's. 

One  of  the  sadnesses  is  how  do — you  know,  a  lot  of  nursing 
homes  will  not  even  take  people  with  that  disease.  And  I  think 
until  we  get  a  handle  on  how  to  cope  with  that  problem  it  is  a 
great  difficulty. 

But  Don's  bill  has  the  compassion  to  give  the  loved  one  who  may 
not  want  his  or  her  loved  one  to  be  institutionalized,  the  opportuni- 
ty for  the  home  care  that  you  can  provide  and  have  the  family 
have  a  sort  of  dignified  existence. 

And  I  think  you  always  have  been  focused  on  this  problem  way 
before  it  became  somewhat  fashionable.  And  I  guess  that  is  why  I 
am  so  delighted  to  be  in  your  home  turf,  as  it  were,  because  you 
are  a  leader  on  these  issues.  And  my  bill  simply  compliments  the 
kind  of  leadership  that  you  have  been  providing  for  a  long  time, 
Don. 

And  I  am  real  honored.  And  I  think  you  have  among  the  most 
progressive  things  in  your  stay.  But  we  have  to  do  better,  don't  we? 
We  as  a  nation  ought  to  be  doing  better,  not  go  back.  We  have  to 
go  forward  in  terms  of  addressing  ourselves  to  what  should  be  a 
positive  thing,  a  longer  life  expectancy. 

So  it  is  a  family  issue.  And  we  care  very,  very  much  about  it  in 
the  House,  at  least  certain  members  do.  And  Representative 
Bonker,  as  Chair  of  this  committee,  certainly  does. 

And  so  I  look  forward  to  working  with  you  to  see  some  positive 
work  done  wherever  your  destiny  takes  you.  I  know  you  are  going 
to  be  a  leader  in  this  area. 

So  thank  you  very  much. 

[The  prepared  statement  of  Ms.  Oakar  follows:] 
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PREPARED  STATEMENT  OF  REPRESENTATIVE  MARY  ROSE  OAKAR 

MR.  CHAIRMAN,  MEMBERS  OF  THE  SUBCOMMITTEE,  DISTINGUISHED  GUESTS: 

IT  IS  WITH  GREAT  PLEASURE  THAT  I  APPEAR  WITH  YOU  TODAY  IN  THE 
GREAT  STATE  OP  WASHINGTON.  IN  PARTICULAR,  SEATTLE,  WITH  ITS 
MOUNTAIN  GRANDEUR,  LAKES,  AND  PROXIMITY  TO  PUGENT  SOUND  MAKE  IT 
ONE  OF  THE  MOST  BEAUTIFUL  CITIES  IN  THE  NATION.  ALL  OF  THE 
RESIDENTS  OF  WASHINGTON  SHOULD  BE  PROUD  OF  THEIR  STATE. 

I  AM  ESPECIALLY  PLEASED  TO  SPEAK  IN  CONCERT  WITH  YOU,  CHAIRMAN 
BONKER,  ABOUT  A  TERRIBLE  PROBLEM  THAT  AFFECTS  ALL  AMERICANS. 
LONG-TERM  CARE  FOR  THE  ELDERLY  IS  AN  ISSUE  THAT  TRANSCENDS  ALL 
SOCIAL,  POLITICAL,  ECONOMIC,  AND  AGE-RELATED  BOUNDARIES.  IF  ANY 
OF  TODAY'S  WITNESSES  OR  MEMBERS  OF  OUR  AUDIENCE  THINK  THAT  THEY 
('""WILL  NOT  BE  INVOLVED  WITH  THE  LONG-TERM  CARE  ISSUE  SOMETIME  IN 
THEIR  LIFE,  I  ASK  YOU  TO  CONSIDER  THE  FOLLOWING  STATISTICS. 

FIRST,  THE  85  YEAR-OLD-AND-OLDER  AGE  GROUP  IS  THE  FASTEST  GROWING 
AGE  GROUP  IN  THE  UNITED  STATES.  SECOND,  MOST  OF  THE  MEMBERS  OF 
THIS  AGE  GROUP  ARE  ELDERLY  WIDOWS  WITH  VERY  SMALL  INCOMES.  THE 
AMERICAN  ASSOCIATION  OF  RETIRE  PERSONS  ESTIMATES  THAT  WOMEN  OVER 
THE  AGE  OF  65  HAVE  A  MEDIAN  INCOME  46%  LESS  THAN  MEN  OVER  AGE  65. 
IN  ADDITION,  32%  OF  ELDERLY  WOMEN  RELY  ON  SOCIAL  SECURITY  TO 
PROVIDE  AT  LEAST  90%  OF  THEIR  TOTAL  INCOME.  THIS  POINT  BECOMES 
ESPECIALLY  POIGNANT  WHEN  WE  CONSIDER  THAT  ELDERLY  WOMEN  RECEIVE 

-  PAGE  ONE  - 
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AN  AVERAGE  OF  ONLY  $420  PER  MONTH  IN  SOCIAL  SECURITY  BENEFITS. 
WE  SHOULD  ALSO  NOTE  THAT  75%  OF  AGED  SUPPLEMENTAL  SECURITY  INCOME 
(SSI)  RECIPIENTS  —  THE  GOVERNMENT  PROGRAM  FOR  THOSE  IN  THE  MOST 
DESPERATE  STRAITS  OF  POVERTY  —  ARE  WOMEN. 

THIRD,  MANY  OF  THE  MEMBERS  OF  THE  85  YEAR-OLD- AND-OLDER  AGE  GROUP 
ARE  IN  FRAIL  HEALTH  AND  ARE  IN  NEED  OF  SOME  TYPE  OF  HEALTH  CARE 
THAT  CAN  COST  AN  ENORMOUS  AMOUNT  OF  MONEY.  FOR  EXAMPLE,  THE  COST 
OF  NURSING  HOMES  AVERAGE  ABOUT  $24,000  PER  YEAR;  CARE  FOR 
ALZHEIMER'S  DISEASE  VICTIMS  CAN  TOTAL  SEVERAL  THOUSAND  DOLLARS 
PER  YEAR,  AND;  STROKE  VICTIMS  AND  CANCER  VICTIMS  AND  THEIR 
FAMILIES  ALSO  FACE  ENORMOUS  HEALTH  CARE  COSTS. 

FOURTH,  THESE  FACTS  ARE  CREATING  A  NEW  SOCIAL  SITUATION  IN 
\MERICA  THAT  WILL  BECOME  MORE  COMMON  PLACE  AS  THIS  IMPORTANT  AGE 
GROUP  CONTINUES  TO  GROW  IN  NUMBER.  THE  NEW  SOCIAL  SITUATION  I  AM 
REFERRING  TO  CENTERS  ON  THE  FACT  THAT  MORE  AMERICANS,  USUALLY  IN 
THE  40-60  YEAR  ONLD  RANGE,  WILL  BE  FORCED  TO  FINANCE  AT  LEAST  A 
PORTION  OF  THE  HEALTH  CARE  BILL  ENCOUNTERED  BY  THEIR  PARENTS  AND 
PERHAPS  EVEN  THEIR  GRANDPARENTS.  BECAUSE  MORE  AMERICANS  ARE 
LIVING  LONGER,  MORE  MIDDLE-AGED  AMERICANS  ARE  GOING  TO  FIND 
THEMSELVES  IN  THE  SITUATION  OF  HAVING  TO  FINANCE  THE  HEALTH  CARE 
NEEDS  OF  NOT  ONLY  ONE,  BUT  POSSIBLY  TWO  GENERATIONS  OF  THEIR 
FAMILY.  GIVEN  THE  RAPID  ESCALATION  IN  HEALTH  CARE  COSTS,  IT 
BECOMES  OBVIOUS  THAT  AMERICANS  ARE  GOING  TO  NEED  HELP  PAYING 
THOSE  BILLS. 
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MR.  CHAIRMAN,  THESE  EMERGING  TRENDS,  MORE  THAN  ANY  OTHER  REASON, 
SERVE  AS  OUR  RATIONALE  TO  PASS  RESPONSIBLE  LONG-TERM  CARE 
LEGISLATION.  THAT  IS  WHY  YOU  AND  I  AND  MANY  OF  OUR  COLLEAGUES  IN 
THE  HOUSE  OF  REPRESENTATIVES  VOTED  FOR  THE  PEPPER\ROYBAL  LONG- 
TERM  HOME  HEALTH  CARE  BILL  LAST  JUNE.  EVEN  THOUGH  THIS  BILL  DID 
NOT  PASS,  I  AM  GLAD  TO  SAY  THAT  WE  ELEVATED  THIS  CRITICAL  ISSUE 
IN  THE  CONSCIOUSNESS  OF  EVERY  AMERICAN.  IT  IS  MY  HOPE  THAT  WE 
CAN  PASS  A  LONG-TERM  CARE  BILL  IN  THE  VERY  NEAR  FUTURE. 

IN  PARTICULAR,  I  BELIEVE  WE  MUST  FOCUS  ON  THE  NEED  TO  PROVIDE 
HOME  HEALTH  CARE  FOR  OLDER  AMERICANS  THAT  DO  NOT  WANT  TO  ENTER 
INTO  AN  INSTITUTION.  SEVERAL  POLLS  CONFIRM  THAT  MOST  AMERICANS 
WANT  TO  STAY  AT  HOME  DURING  LONG-TERM  CARE  ILLNESSES.  THAT  IS 
WHY,  MR.  CHAIRMAN,  I  AM  IMPRESSED  WITH  YOUR  THOUGHTFULLY-CRAFTED 
LONG-TERM  CARE  BILL. 

MR.  CHAIRMAN,  YOUR  BILL  REPRESENTS  AN  EXCELLENT  START  IN  THE 
BATTLE  TO  PROVIDE  LONG-TERM  CARE  FOR  THE  PEOPLE  OF  THE  STATE  OF 
WASHINGTON  AND  FOR  ALL  AMERICANS.  THE  HOME  HEALTH  CARE 
PROVISIONS  ARE  VIRTUALLY  IDENTICAL  TO  THE  PEPPER\ROYBAL  LONG-TERM 
CARE  BILL.  THE  BONKER  LONG-TERM  CARE  BILL  PROVIDES  FOR  HOME 
HEALTH  AND  RELATED  SUPPORT  SERVICES  IN  ORDER  TO  ALLOW  AMERICANS 
TO  REMAIN  IN  THEIR  HOMES  INSTEAD  OF  BEING  FORCED  TO  ENTER  INTO 
COSTLY  NURSING  HOMES.   I  AM  ESPECIALLY  PLEASED  TO  SEE  THAT  YOUR 
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BILL  WILL  ALSO  ASSIST  COGNITIVELY  IMPAIRED  INDIVIDUALS,  SUCH  AS 
ALZHEIMER  VICTIMS,  AND  GIVE  THEIR  FAMILIES  THE  OPTION  OF  KEEPING 
THEM  AT  HOME  WHERE  THE  CARE  IS  OFTEN  MORE  PERSONAL  AND  COMPLETE. 

IN  ADDITION,  I  AM  PLEASED  TO  SEE  THAT  YOUR  BILL  PROVIDES  FOR 
ADULT  DAY  CARE  COVERAGE.  THIS  IS  ANOTHER  PROVISION  THAT  IS  LONG 
OVERDUE.  ADULT  DAY  CARE  IS  NEEDED  FOR  THOSE  WHO  WORK  TO  SUPPORT 
THEMSELVES,  THEIR  FAMILIES,  AND  THEIR  LOVED  ONES  IN  NEED  OF  A 
CONSTANT  FORM  OF  LONG-TERM  CARE.  AS  I  MENTIONED  EARLIER,  GIVEN 
THE  INCREASING  SIZE  OF  OUR  SENIOR  CITIZEN  AGE  GROUPS,  THE  NEED 
FOR  ADULT  DAY  CARE  WILL  ONLY  INCREASE. 

MR.  CHAIRMAN,  I  AM  ALSO  PLEASED  TO  SEE  THAT  YOU  HAVE  INCLUDED 
RESPITE  CARE  IN  YOUR  BILL.  RESPITE  CARE,  AS  ANY  LONG-TERM 
CAREGIVER  KNOWS,  IS  A  CRITICAL  NEED  FOR  OUR  CITIZENS.  THE 
CAREGIVER  WHO  WORKS  AROUND  THE  CLOCK  TO  PROVIDE  FOR  THEIR  SPOUSE, 
PARENT,  OR  OTHER  RELATIVE  NEEDS  AND  DESERVES  AN  OCCASIONAL  REST. 
CERTAINLY  WE,  AS  A  WEALTHY  AND  GREAT  SOCIETY,  CAN  AFFORD  TO 
PROVIDE  RESPITE  CARE  FOR  OUR  LONG-TERM  CAREGIVERS.  ALL  CITIZENS 
OF  THE  STATE  OF  WASHINGTON  SHOULD  BE  PROUD  OF  THE  WORK  YOU  HAVE 
DONE  TO  INTRODUCE  THIS  IMPORTANT  LEGISLATION. 

MR.  CHAIRMAN,  I  SINCERELY  HOPE  THAT  IF  YOUR  BILL  DOES  NOT  PASS 
THAT  A  SIMILAR  BILL,  PERHAPS  ONE  THAT  PROVIDES  COMPREHENSIVE 
LONG-TERM  CARE,  WILL  BECOME  LAW.   I  HAVE  INTRODUCED  SUCH  A  BILL, 
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H.R.  679,  THAT  PROPOSES  TO  COMPREHENSIVELY  COVER  HOME  HEALTH  CARE 
NEEDS,  COMMUNITY-BASED  MENTAL  HEALTH  CARE,  ADULT  DAY  CARE, 
CONGREGATE  OR  SUPPORTED  HOUSING  OR  SHELTERED  RESIDENTIAL  CARE, 
AND  NURSING  HOME  SERVICES.  H.R.  679  IS  A  TRULY  COMPREHENSIVE 
BILL  DESIGNED  TO  COVER  ALL  THE  HEALTH  CARE  NEEDS  OF  OLDER 
AMERICANS. 

MY  BILL,  WOULD  ALLOW  MEDICARE  TO  CONTRACT  WITH  "HOSPITAL-BASED 
COMPREHENSIVE  CARE  PROGRAMS"  TO  OFFER  COMPREHENSIVE  CARE 
BENEFITS.  MEDICARE  WOULD  PAY  THE  CONTRACTING  HMO  A  PREMIUM  NO 
MORE  THAN  95%  OF  THE  AVERAGE  ADJUSTED  PER  CAPITA  COST  OF  MEDICARE 
BENEFITS  N  THE  FEE- FOR- SERVICE  SECTOR.  THE  PREMIUM  NEEDED  TO 
FUND  THESE  SERVICES  WOULD  NEED  TO  BE  ADJUSTED  IN  ORDER  TO  REFLECT 
THE  RELATIVE  FRAILTY  OF  THE  ENROLEE. 

IN  MY  EXPERIENCE,  COMPREHENSIVE  LONG-TERM  CARE  MAKES  SENSE. 
DEMONSTRATION  PROJECTS  HAVE  PROVEN  THAT  COMPREHENSIVELY 
ADMINISTERED  CARE  SERVICES  CAN  REDUCE  THE  AMOUNT  OF  HOSPITAL 
NEEDS  OF  OUR  ELDERLY  BY  AS  MUCH  AS  15%.  THIS,  OF  COURSE, 
TRANSLATES  INTO  SAVINGS  FOR  OUR  MEDICARE  SYSTEM.  IN  ADDITION, 
THE  KIND  OF  CARE  SUGGESTED  IN  MY  BILL  WILL  ALLOW  AMERICANS  TO  BE 
CARED  FOR  IN  THEIR  OWN  HOMES  AND  COMMUNITIES.  THIS  IS  THE  KIND 
OF  HEALTH  CARE  COVERAGE  THAT  AMERICANS  WANT  AND  DESERVE, 
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MR.  CHAIRMAN,  LONG-TERM  CARE  IS  BEING  DEMANDED  BY  THE  AMERICAN 
PEOPLE.  IN  ONE  RECENT  INDEPENDENTLY-CONDUCTED  POLL,  90%  OF  ALL 
AMERICANS,  REGARDLESS  OF  POLITICAL  PARTY  AFFILIATION,  SAID  THEY 
SUPPORT  A  FEDERALLY-LED  LONG-TERM  CARE  PROGRAM.  AS  I'M  SURE  YOU 
ARE  AWARE,  MR.  CHAIRMAN,  88%  OF  THE  RESPONDENTS  IN  THE  SURVEY 
LIVING  IN  THE  FAR  WESTERN  STATES,  STATED  THEY  STRONGLY  SUPPORTED 
THE  CREATION  OF  A  LONG-TERM  CARE  PROGRAM.  THE  POLL  ALSO 
DISCOVERED  THAT  OVER  65%  OF  ALL  AMERICANS  ASKED  STATED  THAT  THEY 
WERE  WILLING  TO  PAY  MORE  IN  TAXES  TO  SUPPORT  A  LONG-TERM  CARE 
PROGRAM.  THIS  IS  OVERWHELMING  EVIDENCE  OF  THE  NEED  TO  MOVE 
AGGRESSIVELY  TO  SEE  TO  THE  LONG-TERM  CARE  NEEDS  OF  OUR  PEOPLE. 

MR.  CHAIRMAN,  I  THINK  WE  AS  CONCERNED  AMERICANS  SHOULD  EMPHASIZE 
THE  FACT  THAT  LONG-TERM  CARE  LEGISLATION  IS  A  CRITICAL  FAMILY 
ISSUE.  I  CAN'T  THINK  OF  ANOTHER  PROBLEM  THAT  AFFECTS  THE 
EMOTIONS  AND  THE  FINANCIAL  RESOURCES  AS  MUCH  AS  LONG-TERM  CARE. 
THE  INTENSE  FEELINGS  OF  REMORSE  AND  GUILT  OFTEN  FELT  BY  CHILDREN 
AS  THEY  STRUGGLE  TO  MAKE  THE  DECISION  TO  PLACE  THEIR  AILING 
PARENTS  IN  A  NURSING  HOME  DO  NOT  NECESSARILY  HAVE  TO  CONTINUE. 
HOME  CARE  FOR  ILL  OLDER  AMERICANS  CAN  OFTEN  ELIMINATE  BEING 
FORCED  TO  MAKE  THIS  WRENCHING  DECISION.  LONG-TERM  CARE 
LEGISLATION  WILL  CONTRIBUTE  IN  AN  IMPORTANT  WAY  TO  KEEPING 
AMERICAN  FAMILIES  TOGETHER. 
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"N  CLOSING,  MR.  CHAIRMAN,  IT  IS  IMPORTANT  TO  REITERATE  THAT  LONG- 
TERM  CARE  LEGISLATION  WILL  ASSIST  ALL  AMERICANS  REGARDLESS  OF 
THEIR  AGE,  RACE,  RELIGION,  OR  ECONOMIC  STATUS.  IT  WILL  ASSIST 
THOSE  AMERICANS  WHO  FOUGHT  IN  WORLD  WAR  I  AND  WORLD  WAR  II,  WHO 
SURVIVED  THE  GREAT  DEPRESSION,  AND  WHO  PROVIDED  FOR  US  WHEN  WE 
WERE  GROWING  UP.  IT  WILL  ALSO  HELP  THE  CHILDREN  OF  THESE  GREAT 
AMERICANS  BY  HELPING  TO  PAY  THE  ENORMOUS  BILLS  ASSOCIATED  WITH 
LONG-TERM  CARE.  I  APPLAUD  YOU,  MR.  CHAIRMAN,  FOR  YOUR  EFFORTS  ON 
THIS  ISSUE  AND  I  HOPE  WE  CONTINUE  TO  WORK  TOGETHER  TO  SOLVE  THIS 
IMPORTANT  PROBLEM. 

THANK  YOU. 
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Mr.  Bonker.  Thanks,  Mary,  for  your  kind  statement  and  for 
your  leadership  in  this  endeavor. 

I  would  like  to  pose  a  few  more  questions  if  you  have  the  time 
because  I  think  we  are  moving  more  towards  a  proper  health  serv- 
ice. 

And  I  think  we  are  also  approaching  a  new  area  in  terms  of  poli- 
cies, or  reversing  some  of  the  ominous  trends  of  the  last  7  or  8 
years. 

I  have  made  references  to  the  fact  that  we  have  been  cutting  into 
Medicare  coverage.  Usually  under  the  guise  of  the  Deficit  Reduc- 
tion Act  or  the  Tax  Equity  Act,  if  you  look  at  it  carefully  enough, 
we  take  up  another  $3  or  $6  billion  by  cutting  Medicare  programs. 

And  it's  the  same  with  respect  to  housing.  We  have  cut  housing 
programs  by  70  percent  plus  over  the  last  7  or  8  years. 

You  mentioned,  Representative  Oakar,  that  we  have  been  going 
backwards  and  we  need  to  go  forward.  And  I  sense  that  opportuni- 
ty is  at  hand. 

But  we  as  legislators  need  to  be  well  prepared.  We  need  to  have 
the  policy  alternatives  out  there,  as  well  as  the  needs  of  financing 
these  programs  if  we  are  going  to  move  forward. 

Reference  has  been  made  to  respite  care,  to  adult  health  care,  to 
custodial  care,  and  the  need  to  provide  a  level  of  professional  serv- 
ice to  meet  these  new  opportunities. 

You  made  reference  to  that  in  your  statement. 

I  would  like  to  ask,  first  of  all,  is  the  chore  service  program  still 
alive  and  well  in  Washington  State? 

Mr.  Braddock.  It  is  alive.  Some  would  argue  how  well  it  is.  It  is 
very  well.  But  again,  the  demand,  we  are  having  to  every  six 
months  or  every  year  put  a  lid  on  new  people.  And  we  are  con- 
stantly in  a  crisis  on  that  issue. 

So  we  need  to  get  permission  from  our  plans  with  the  Federal 
Government  so  that  we  can  share  in  that  50/50  share  for  that  per- 
sonal care  service.  We  have  not  applied  for  that  as  yet  in  the  state. 

Mr.  Bonker.  It  is  being  funded  exclusively  by  the  State. 

Mr.  Braddock.  Yes,  yes. 

Mr.  Bonker.  It's  kind  of  like  custodial  care? 

Mr.  Braddock.  Yes. 

Mr.  Bonker.  Short-term  care? 

Mr.  Braddock.  Personal  care,  yes. 

Mr.  Bonker.  Personal  care.  Mostly  for  low-income? 

Mr.  Braddock.  Yes. 

Mr.  Bonker.  And  there  is  a  much  greater  demand  than  there  is 
an  opportunity  to  provide  the  service? 

Mr.  Braddock.  And  many  of  the  people  in  the  most  serious  prob- 
lem, or  the  most  expensive  people  to  care  for  would  be  the  develop- 
mentally  disabled  at  all  ages. 

But  we  are  currently  in  a  position  of  because  institutional  care— 
you  have  heard  this  horror  story  a  hundred  times,  sir,  but  this  is 
another  example. 

People  who  are  currently  in  personal  care  services,  new  people 
who  could  be  in  personal  care  services  which  are  paid  for  100  per- 
cent by  the  State,  are  being  sent  to  nursing  homes  where  the  cost 
is  almost  double.  The  state's  cost  is  half,  so  we  are  saving  a  little 
money  by  doing  that. 
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I  was  referring  to  earlier,  if  we  do  things  at  the  federal  level  in 
the  state  we  need  to  have  the  flexibility  so  that  perversions  in 
chasing  the  dollar  do  not  cause  these  great  difficulties  to  people 
who  in  many  instances  would  be  much  better  off  at  home. 

The  cost  may  be  the  same.  That  is  not  so  much  the  problem.  The 
problem  is  being  able  to  provide  the  adequate  care  for  someone  at 
home  without  disrupting  the  family. 

So  we  are  going  through  that  right  now  in  the  state.  Hopefully, 
this  next  session  we  will  get  a  plan  for  personal  care  services  from 
the  Federal  Government  so  that  we  will  split  the  cost. 

That  way  we  can  expand  our  level  of  service  with  the  same 
number  of  state  dollars.  It  is  going  to  cost  you  more  but  that — 

Mr.  Bonker.  That  is  our  problem. 

Mr.  Braddock.  The  Federal  Government  is  willing  to — ironically 
we  could  add  a  thousand  nursing  home  beds  next  year,  really,  as 
far  as  the  Federal  Government  is  concerned,  without  a  blink. 

But  we  go  to  add  a  half  dozen  adult  family  home  beds.  We  prob- 
ably can't  do  and  get  any  federal  support  for  it  in  our  current  situ- 
ation. 

We  have  failed  to  correct  our  own  situation  here.  Hopefully  we 
will  get  that  taken  care  of  the  next  session,  and  appreciate  the  sup- 
port that  the  Federal  Government  is  giving  us  on  this. 

Mr.  Bonker.  You  know  we  have  talked  recently  about  the  em- 
phasis on  the  family.  So  much  of  our  kind  of  social  and  economic 
lifestyle  today  is  such  that  it  encourages  the  break-up  of  the  family 
instead  of  unifying  the  family. 

And  it  seems  to  me  that  if  we  have  a  comprehensive  in-home  or 
home  health  care  program  that  we  could  encourage  the  family,  en- 
courage it  to  stay  together. 

If  both  spouses  are  working  there  is  just  no  opportunity  whatso- 
ever to  take  care  of  somebody  who  is  elderly  and  maybe  somewhat 
disabled.  And  that  is  why  they  are  more  or  less  forced  to  put  them 
in  institutional  care. 

So  I  think  Congress  can  really  strike  a  great  blow  for  families  as 
well  as  providing  for  a  need  that  is  so  acute  in  Washington  State 
and  throughout  the  country. 

Ms.  Cantwell.  If  I  could  add  something  to  that. 

Mr.  Bonker.  Yes. 

Ms.  Cantwell.  I  think  part  of  that  concept  of  keeping  the  family 
together  is  the  fact  that  if  we  are  losing  these  informal  caregivers 
because  of  the  need  to  provide  a  2-income  family,  how  do  we  make 
sure  that  we  attract  those  people  into  a  formal  caregiver  setting 
and  pay  them  the  wages  that  keep  them  there,  keep  them  well- 
trained,  and  also  provide  them  with  insurance  coverage,  possibly 
for  their  entire  family  as  well? 

Mr.  Bonker.  How  do  we? 

Ms.  Cantwell.  Well,  you  take  a  program  like  Washington  State, 
the  basic  health  plan  where  we  are  test-casing  30,000  people,  and 
you  work  from  there. 

Mr.  Braddock.  Well,  I  am  sure  as  good  Democrats  you  realize 
our  health  care  system  is  the  most  uncivilized  of  the  industrial  na- 
tions. 

And  with  the  new  administration  we  will  be  doing  something  to 
change  that,  some  sort  of  a  comprehensive  national  health  service. 
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It  is  a  disgrace  the  way  it  is.  It  cannot  continue. 

Mr.  Bonker.  Well,  if  you  are  looking  for  new  policy  initiatives 
from  the  Democratic  party — the  new  chairman  of  the  House  Demo- 
cratic Caucus.  And  I  am  sure  that  that  will  be  high  on  the  agenda. 

Any  additional  questions? 

Ms.  Oakar.  Well,  you  know  I  was  struck  by  something  you  said, 
Representative,  that  it  is  true  that  if  you  are  going  to  have  a  com- 
prehensive approach  to  this  in  terms  of  the  services  to  not  separate 
family,  at  least  have  that  as  an  option  as  opposed  to  forcing  the 
nursing  home  strategy  which  of  course,  on  the  average,  is  $24,000  a 
year. 

I  mean  who  can  afford  that.  I  mean  for  quality  care  in  the  nurs- 
ing home.  And  you  may  not  even  want  to  have  your  parent  or 
elder  lay  person  there. 

But  you  are  absolutely  on  target,  that  the  fairness  issues  are, 
frankly,  up  to  my  own  heart  about  those  issues  since  I  have  done 
some  work  on  the  fairness  issue  relevant  to  pay  and  so  on. 

But  if  you  do  not  have  decent  health  providers,  whether  they  are 
nutritionists  or  aides,  or  nurses,  et  cetera,  because  they  are  not 
given  the  kinds  of  opportunities  to  stand  the  jobs  that  are  most 
needed  at  this  time,  so  that  we  can  fulfill  the  kind  of  bill  that  Don 
has  and  others  have. 

It  is  a  problem.  So  we  really  do  have  to  address  all  of  those 
issues,  I  think,  passionately  and  honestly.  And  I  think  that  is  what 
you  were  trying  to  say  as  well  as  your  colleague. 

It  is  very  impressive  to  hear  that.  I  mean  it  is  like  a  breath  of 
fresh  air,  to  be  honest,  to  be  here  in  more  ways  than  one  because 
we  have  been  trying  very  hard  to  hold  on,  as  Congressman  Bonker 
said,  to  what  we  have. 

And  every  year  we  see  them  putting  out  ideas  that  would  take 
more  and  more  away  from  the  elderly.  So  it  has  been  a  real  strug- 
gle. And  we  are  trying  very,  very  hard  to  get  some  policy  changes, 
to  put  it  mildly. 

Mr.  Bonker.  Well,  this  hearing  could  not  be  any  more  timely  if 
we  are  looking  for  some  policy  ideas.  And  that  is  what  both  of  you 
have  given  to  the  committee  this  morning.  And  both  of  us  are 
grateful  for  your  being  here  for  your  testimony. 

And  I  trust  we  can  call  upon  you  in  the  future  for  additional 
advice  and  counsel,  perhaps  in  the  other  Washington,  you'll  have 
an  opportunity  to  come  back. 

We  wish  you  well,  and  thank  you,  again,  for  being  here  and — 

Ms.  Cantwell.  Thank  you. 

Mr.  Bonker.  — offering  your  testimony. 

Mr.  Braddock.  Thank  you  very  much. 

Mr.  Bonker.  While  we  move  to  our  third  panel  I  would  like  to 
acknowledge  someone  who  is  with  us  today  who  is  also  from  Wash- 
ington, D.C.  That  person  is  Val  Halamandaris.  He  is  president  of 
the  National  Association  of  Home  Care,  and  probably  the  most 
knowledgeable  person  in  the  country  on  the  subject. 

You  cannot  miss  him.  He  has  a  pink  tie  on.  So  Val,  if  you  would 
stand  up  so  we  can  all  see  who  you  are,  know  who  you  are.  Thank 
you  for  being  here. 

Our  third  panel  consists  of  3  witnesses,  Margaret  Shepherd.  She 
will  focus  on  long-term  home  care  from  the  perspective  of  a  direct 
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provider.  That  is  because  she  is  the  director  of  Community  Home 
Health  Care  of  Seattle. 

In  addition  she  will  be  speaking  as  a  representative  of  the  Home 
Health  Care  Association  of  Washington  State.  She's  a  very  good 
person,  a  very  good  friend. 

Dr.  Hugh  Clark,  is  a  private  practitioner,  a  physician  in  private 
practice,  in  the  Seattle  area.  He  will  testify  concerning  the  long- 
term  health  care  needs  of  his  patients,  and  their  families,  and  the 
difficulties  that  he  encounters  in  meeting  those  needs. 

Lastly,  Gerrie  LaQuey  or  LaQuee? 

Ms.  LaQuey.  LaQuey.  You  got  it  the  first  time. 

Mr.  Bonker.  Well,  in  Vancouver,  Washington,  they  have  the 
Quey  Restaurant  but  it  is  pronounced  Quee. 

Ms.  LaQuey.  Well,  it  was  Quee  but  that  was  a  few  years  down 
the  road. 

Mr.  Bonker.  Okay.  LaQuey.  Ms.  LaQuey  is  Director  of  Evergreen 
Care  Network  to  which  we  referred  earlier.  So  we  are  pleased  that 
you  are  here  to  offer  some  information  on  your  program  which  is  a 
part  of  the  continuing  care  division  of  the  Evergreen  Hospital  Med- 
ical Center. 

And  we  are  so  pleased  that  all  three  of  you  are  here.  And  we 
both  look  forward  to  your  testimony.  And  Margaret  Shepherd,  we 
shall  begin  with  you. 

STATEMENT  OF  MARGARET  SHEPHERD,  EXECUTIVE  DIRECTOR, 
COMMUNITY  HOME  HEALTH  CARE,  SEATTLE,  WASHINGTON 

Ms.  Shepherd.  Thank  you,  Congressman  Don  Bonker  and  Con- 
gresswoman  Mary  Rose  Oakar.  I  am  pleased  and  honored  to  be 
here  to  talk  about  my  favorite  subject,  home  health  care,  long-term 
care. 

I  would  like  to  highlight  some  of  the  things  that  I  share  in  my 
testimony.  As  director  of  Home  Health  Agency  we  are  dealing  with 
a  cross-section  of  the  people  at  home.  And  one  of  the  stresses  that 
we  are  dealing  with  is  always  being  pulled  into  the  needs  of  the 
acute  care  patient. 

And  more  and  more  as  people  are  unable  to  receive  care  in  hos- 
pitals, we  find  ourselves  having  those  intensive  care  units  at  home. 

At  the  same  time  you  have  those  intensive  care  units  at  home, 
those  families  who  need  additional  supports  to  be  able  to  match 
that  care,  and  the  stresses  are  incredible. 

As  I  mentioned,  in  looking  at  our  utilization  review  statistics  just 
last  year,  I  was  really  quite  surprised  to  find  that  each  quarter  we 
have  families  that  we  are  dealing  with  threaten  suicide  because  the 
stress  level  has  gotten  to  the  point  that  they  do  not  know  where  to 
turn  next. 

So  we  have  got  the  issues  of  the  acute  care,  and  then  you  have 
got  the  issues  of  the  on-going,  long-term  caregivers. 

And  of  course  we  know,  the  people  travel  from  one  part  to  an- 
other in  the  system.  And  I  was  really  impressed  with  your  com- 
ments about  comprehensive  approach  that  we  need  to  have,  and  we 
had  the  professional  component  in  long-term  care,  as  well  as  a 
paraprofessional. 
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Many  times  we  think  about  one  part  or  another  part,  and  forget 
it  is  all  part  of  the  continuum.  And  that  is  where  I  think  home 
health  agencies  are  a  unique  position  because  home  health  agen- 
cies can  provide  the  acute  and  the  long-term  care. 

Quite  frequently  we  are  one  place  or  the  other.  And  I  think  we 
need  to  look  at  flexible  funding,  the  losses,  and  to  take  those  pro- 
fessional services  and  to  extend  those  services,  because  not  only 
can  people  not  stay  in  hospitals,  but  as  I  mention  people  are  unable 
to  receive  the  care  in  the  nursing  homes  because  the  nursing 
homes  do  not  have  the  funding  for  the  level  of  professional  services 
that  we  offer  in  the  home. 

So  we're  providing  care — we  are  finding  that  situation  where 
there  is  no  place  but  the  family  unit.  And  I  am  just  delighted  with 
the  title  of  today's  program  because  families  in  crisis  is  exactly 
where  it  is. 

We  cannot  keep  pushing,  pushing,  pushing. 

And  as  I  mentioned,  I  think  of  our  families  as  our  most  precious 
resource.  Because  in  home  care  we  would  not  have  home  health 
agencies  if  we  didn't  have  families  because  there  is  not  enough 
services  out  there,  quite  frequently,  to  provide  services  to  individ- 
uals who  do  not  have  families. 

And  that  is  where  I  think  long-term  care  comes  in,  is  what  kind 
of  supports  can  we  offer  individuals  who  do  not  have  that  intact 
family  unit  and  that  friend  network. 

Looking  at  long-term  care  definitions,  there  are  a  lot  of  defini- 
tions of  long-term  care.  And  I  want  to  acknowledge  our  state  aging 
and  adult  services,  and  the  next  panel,  the  next  speakers  talking 
about  the  fact  that  in  Washington  we  have  been  struggling  for 
many  years  regarding  long-term  care  policy.  But  we  are  still  strug- 
gling with  it. 

You  know,  I  think  we  are  all  aware  of  the  problems.  It  is  very 
difficult  to  take  a  look  at  what  the  solutions  might  be  when  you  do 
not  have  the  fiscal  resources.  And  it  is  really  the  fiscal  resources. 

But  personal  independence  is  a  really  important  factor  to  look  at. 
And  that  is  something  that  all  of  us  in  community  based  services 
are  trying  to  look  at,  how  can  we  help  that  person  maintain  the 
highest  level  of  independence  in  the  home  situation. 

And  we  need  to  look  at  individual  needs.  And  we  need  to  be  able 
to  assess  those  needs  as  those  needs  change. 

And  that  is  one  of  the  problems  that  we  have,  is  that  in  our 
acute  care  policies,  in  our  acute  care  systems,  you  have  to  fit  into 
the  boxes,  you  have  to  fit  into  those  programs. 

And  that  is  the  struggle  we  have  with  long-term  care,  is  how  do 
we  have  it  flexible  enough  to  meet  individual  needs,  but  yet  not 
have  runaway  programs  that  are  not  controlled. 

And  that  is  why  we  talk  about  things  like  case  management 
services.  And  I  will  talk  about  that  a  little  bit  later.  But  we  need  to 
take  a  look  at  how  do  we  have  a  professional  involvement  there. 

So  we  periodically  assess  in  partnership  with  the  family  what 
needs  are  required  for  that  individual.  I  really  want  to  commend 
representative  Maria  Cantwell  for  her  comments  about  women  be- 
cause we  all  know  in  this  4  or  5  generations  society  that  we  are 
now  in,  it  is  the  women  that  are  in  the  situation. 

And  many  times  we  are  looking  at  women  who  are  employed. 


52 

And  another  area  that  we  need  to  take  a  look  at  is  long-term 
care  insurance  policies  that  women  who  are  employed  by  corpora- 
tions could  purchase  long-term  care. 

And  I  think  that  long-term  care  insurance  that  might  be  avail- 
able for  their  parents,  as  well  as  an  investment  for  their  own 
future. 

So  we  clearly  need  to  take  a  look  at  long-term  care  insurance  op- 
tions, as  well  as  the  other  components.  So  there  needs  to  be  that 
public,  that  private,  not  in  any  way  underestimating  that  a  good 
portion  of  long-term  care  is  going  to  have  to  be  funded  out  of  public 
dollars. 

But  those  of  us  who  now  have  parents  and  grandparents,  and  are 
dealing  with  that,  we  know  full  well  we  have  to  start  investing 
today  for  long-term  care  services  for  ourselves. 

And  so  I  think  we  need  to  look  at  that  component  as  far  as 
women  and  sons  who  have  parents  can  purchase,  be  able  to  invest 
in  the  purchase. 

Mr.  Bonker.  It  used  to  be  in  days  past  that  your  long-term  insur- 
ance was  investing  by  having  children  to  take  care  of  you.  But  you 
can  no  longer  rely  on  that. 

Ms.  Shepherd.  That  is  right. 

As  I  mentioned,  also  for  home  health  care  agencies  our  fastest 
growing  population  has  been  the  over  85.  And  for  our  organization, 
over  50  percent  of  the  people  we  serve  are  75  and  older. 

And  it  is  amazing  the  ages  of  people.  And  you  are  well  aware  of 
that  situation.  Also,  what  we  are  finding  is  that  families  do  not  call 
upon  organized  services  until  they  really  need  the  services. 

In  fact  what  happens  is  families  do  not  call  early  enough.  And  so 
one  of  the  things  we  have  to  take  a  look  at  relative  to  long-term 
care  is  how  we  get  information  to  physicians,  how  we  involve  phy- 
sicians, how  we  can  do  some  anticipatory  guidance  up  front. 

There  is  certain  classic  diagnostic  conditions  that  we  get,  certain 
situations  where  we  know  what  the  course  is  going  to  be. 

And  we  need  to  offer  those  services  on  an  earlier  bases  to  fami- 
lies, so  we  can  help  them  anticipate  what  is  coming  ahead. 

Because  all  too  often  we  find  situations  where  the  only  contact 
families  have  is  with  the  private  physician.  They  pull  themselves 
together  very  bravely.  Everything  is  just,  "Fine,  doctor." 

Meanwhile  they  are  struggling  at  home.  And  so  we  have  to  have 
some  way  of  being  able  to  come  forth  and  say  this  is  something 
that  is  available.  We  will  have  someone  come  talk  to  you,  and  just 
pick  that  up  on  an  on-going  basis  because  people  frequently  feel  it 
is  my  responsibility  to  take  care  of  this  situation. 

I  also  want  to  acknowledge  that  not  all  people  can  remain  at 
home  safely.  And  we  do  need  to  have  an  opportunity  to  go  in  and 
out  of  facilities. 

And  we  do  need  to  help  families  get  over  their  guilt  when  they 
do  have  to  place  a  person  in  the  nursing  home.  And  that  is  why 
social  work  services,  which  are  very  under-funded  in  home  care, 
are  absolutely  critical  to  help  families  say  it  is  all  right. 

It  is  a  best  for  the  family  unit,  and  it  is  best  for  the  individual 
involved.  It  is  okay  to  be  in  that  kind  of  setting. 

In  Washington  State,  as  our  previous  representatives  indicated, 
we  are  always  struggling  with  the  fact  that  first  the  dollars  have  to 
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go  to  fund  the  nursing  home  services,  and  then  we  do  not  have 
enough  dollars  for  the  community  based  services. 

And  whether  we  are  talking  about  CHORE  services  or  any  of 
these  programs.  And  so  we  have  lids  on  these  community  based 
services,  even  though  the  greatest  demand  and  the  greatest  need  is 
for  the  community  based  services. 

So  that  is  the  classic  dilemma  that  I  am  sure  all  states  are  deal- 
ing with.  But  that  is  why  these  initiatives  that  you  have  talked 
about,  Congressman  Bonker,  are  really  critical  because  unless  you 
have  something  that  has  a  priority  for  in-home  and  community 
based  services  we  never  quite  have  enough  money  by  the  time  we 
get  to  those  services  because  we  are  trying  to  meet  our  commit- 
ments for  the  nursing  home  beds  of  the  in-patient  services. 

Long-term  care  services,  again,  we  are  dealing  with  societal 
kinds  of  things.  I  think  of  home  care  as  kind  of  a  mere  reflection  of 
our  society,  quite  frankly. 

When  we  talk  about  long-term  care  we  are  talking  about  things 
that  we  as  healthy  adults  take  for  granted.  Personal  care  services, 
meal  preparation,  transportation,  legal  services,  all  these  kinds  of 
things  that  make  a  difference  as  far  as  your  ability  to  remain  inde- 
pendent at  home. 

And  you  need  to  be  able  to  have  those  consolational  of  the  serv- 
ices that  you  can  pull  upon  as  needed  for  the  individual. 

And  these  are  not  things  we  are  comfortable  funding.  We  are  not 
comfortable  putting  them  in  because  these  get  into  the  social  serv- 
ices kind  of  area,  and  social  service  is  always  more  soft,  and  you 
don't  know  exactly  what  it  is. 

But  we  have  to  take  a  look  that  any  legislation  needs  to  be  flexi- 
ble, and  have  this  range  of  services — are  not  a  great  problem  with 
the  case  manager  or  the  care  coordination  in  there.  But  we  need  to 
be  able  to  do  it  because  if  you  do  not  know  how  to  transfer  your 
assets  you  do  not  know  how  to  protect  your  assets,  you  are  in  real 
serious  trouble  and  it  is  going  to  cost  the  public  more  money. 

And  if  you  do  not  have  proper  nutrition  we  all  know  what  the 
implications.  So  some  of  these  things  that  seem  pretty  straight-for- 
ward are  really  fundamental  to  long-term  care. 

Mr.  Bonker.  I  might  add,  Margaret,  one  of  the  problems  with 
trying  to  extend  Medicare  in  such  a  way  to  accommodate  many  of 
these  other  services  is  that  it  might  pit  more  acute  health  care  cov- 
erage against  less  skilled  nursing,  or  more  custodial  type  service. 

And  that  can  be  a  problem  at  a  time  when  we  are  reducing  Med- 
icare coverage.  When  Medicare  used  to  cover  80  percent  and  now 
covers  under  44  or  45  percent. 

So  we  do  not  want  to  have  these  services  in  competition. 

Ms.  Shepherd.  That  is  right. 

Mr.  Bonker.  And  that  is  why  my  legislation  would  set  up  under 
Part  C  a  whole  new  concept  of  in-home  or  home  health  care  serv- 
ices with  the  separate  funding  authority  so  that  we  are  not  having 
various  needs  competing  against  one  another. 

Ms.  Shepherd.  I  totally  support  that,  totally  agree. 

Okay.  The  component  of  respite  care  and  the  exhaustion  is  in- 
credible. I  interviewed  families  as  possible  candidates  to  be  on  the 
panel.  And  it  is  just  an  amazing  situation. 
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One  woman  who  took  care  of  her  father  first  moved  the  family  to 
California  to  take  care  of  her  father  who  had  Parkinson's.  Then 
she  ended  up — that  was  like  in  the  early  1970s.  Then  late  1970s, 
early  1980s  she  took  care  of  her  mother;  was  very  proud  of  taking 
care  of  her  mother  at  home  till  her  mother  was  91,  died  at  the  age 
of  91  with  diabetes  and  other  complications.  Now  is  totally  exhaust- 
ed taking  care  of  her  husband  who  is  in  his  late — late  '60,  early 
'70s  with  Parkinson's. 

And  she  is  a  graduate  social  worker  from  Berkeley.  And  listening 
to  her  compelling  story — I  mean  it  is  the  kind  of  thing  we  need  to 
write  the  script  up  and  put  it  in  a  video.  But  listening  to  her  story 
about  how  she  feels  right  now  that  she  can  no  longer  go  to  the  sup- 
port groups  for  Parkinson's  because  people  say  why  are  you  still 
trying  to  manage  the  situation  at  home.  And  some  of  these  kind  of 
things — and  you  know,  it  is  like  you  are  doing  too  much. 

And  she  is  at  the  point  where  she  is  still  going  to  have  to  place 
her  husband  in  a  nursing  home.  When  her  husband,  when  he  was 
healthy,  helped  her  take  care  of  her  father  first,  and  her  mother 
second.  But  she  has  used  up  her  financial  resources.  She  has  used 
up  her  emotional  resources.  And  now,  when  it  comes  to  her  own 
husband  she  may  find  that  the  third  time  through  she  is  going  to 
have  to  place  her  husband  in  a  nursing  home. 

And  you  think  of,  now  this  is  like  a  20  year  span  that  she  has 
had  someone  that  she  has  been  taken  care  of. 

Ms.  Oakar.  She  may  get  sick. 

Ms.  Shepherd.  Well,  yes.  And  how  we  got  involved  with  the  situ- 
ation is  that  she  was  a  patient.  And  has  taken  this  time  to  say, 
now  we  think  maybe  we  should  take  a  look  at  your  husband. 

And  this  is  not  an  unusual  situation.  But  we  are  dealing  with 
this  all  the  time  as  far  as  being  able  to  get  into  earlier  intervention 
with  these  families. 

And  where  it  is  right  now  is  that  it  is  very  difficult  for  her  to 
accept  the  help  she  needs  because  she  is  so  exhausted. 

Relative  to  the  persons  who  are  working  in  this  area,  I  think  you 
will  hear  a  lot  as  you  talk  about  long-term  in-home  care,  that  there 
are  not  the  workers  there  to  provide  the  service. 

I  want  to  say  that  I  think  there  are  the  dedicated  people  who 
want  to  do  this.  They  need  to  be  trained,  they  need  to  be  super- 
vised, and  they  need  to  make  an  adequate  wage. 

And  that  is  the  bind  that  we  have,  is  that  many  times  these  fam- 
ilies either  think  this  is  the  kind  of  service  they  should  be  able  to 
offer  themselves,  or  they  cannot  afford  it. 

And  yet,  to  have  a  legitimate  long-term  care  program  in  this 
country  we  have  got  to  have  a  decent  wage  for  those  personal  care 
services.  It  has  got  to  be  integrated  with  a  professional.  It  has  got 
to  be  considered  a  professional  kind  of  way  of  working.  And  you 
have  to  be  able  to  support  your  family  if  you  are  providing  that 
service. 

And  that  is  a  critical  element  that  is  going  to  be  a  real  difficult 
part  about  long-term  care.  But  I  happen  to  agree  with  you,  Con- 
gresswoman  Oakar,  that  if  we  can  put  the  right  combination  to- 
gether it  will  be  cost  effective. 

Because  when  you  are  underserving  you  end  up  running  into 
crisis,  and  it  is  even  more  costly. 
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So  I  am  firmly  committed  that  we  will  find  those  workers.  But 
we  need  to  pay  them  in  that  amount.  And  we  have  seen  it  as  we 
made  just  marginal  increases  in  the  wage  for  the  CHORE  workers. 
When  we  increase  the  wage  then  more  people  will  be  available  to 
do  the  work. 

So  I  think  that  we  will  find  the  workers  but  we  are  going  to  have 
to  pay  them  a  little  bit  more.  We  are  going  to  have  to  offer  them 
dentists,  we  are  going  to  have  to  offer  them  steady  work,  those 
kinds  of  thing. 

I  also  wanted  to  indicate  that  I  think  volunteers  have  a  very  im- 
portant role  to  play  in  long-term  care.  But  I  will  plead  for  us  to  not 
deceive  ourselves  that  volunteers  can  do  all  this  work. 

There  needs  to  be  that  combination,  particularly  when  you  are 
talking  about  transportation  services  and  some  of  the  other  areas. 

But  we  cannot  expect  volunteers  to  pick  up  the  gap  there. 

And  many  times  we  look  at  that  earlier  in  current  administra- 
tion that  that  would  be  the  answer  to  the  situation. 

And  finally,  I  want  to  just  say  that  I  think  that  home  health 
agencies  and  home  care  providers  are  positioned  to  be  able  to  offer 
these  services  if  the  funding  is  available. 

And  also  feel  that  it  is  a  continuum  of  care.  We  do  support  case 
management  systems,  but  I  also  plead  that  there  be  some  kind  of 
case  management  care  coordination  that  is  a  reimbursible  service 
for  the  home  health  agency,  and  not  just  some  outside  organization 
doing  that  because  that  is  an  administrative  cost  that  we  have,  and 
that  is  the  difference  in  having  a  plan  that  really  works,  is  to  be 
able  to  monitor  that  plan  over  a  period  of  time. 

Thank  you  very  much. 

[The  prepared  statement  of  Ms.  Shepherd  follows:] 


56 


PREPARED  STATEMENT  OF  MARGARET  Z.  SHEPHERD 

CONGRESSMAN  DON  BONKER,  CHAIRMAN  AND  CONGRESSWOMAN  MARY  ROSE 
OAKAR,  CO-CHAIR 

I  am  Margaret  Z.  Shepherd,  Executive  Director  of  Community  Home 
Health  Care,  a  Medicare  certified  home  health  agency  providing 
health  and  social  services  to  people  living  within  Seattle  and 
King  County.  I  am  also  Chair  of  the  Governmental  Affairs 
Committee  of  the  Home  Care  Association  of  Washington.  I  am  a 
former  member  of  the  Board  of  the  National  Association  for  Home 
Care  and  served  on  the  Long  Term  Care  Insurance  Committee.  I  am 
speaking  today  as  a  provider  of  long  term  home  care  and 
representative  of  the  home  care  industry  in  the  State  of 
Washington. 

Home  care  in  the  broadest  sense  encompasses  the  full  spectrum  of 
services  offered  in  the  home.  Home  health  now  provides  on  a 
regular  basisthe  intensive  care,  previously  limited  to  specialty 
hospital  units.  Our  nursing  and  therapy  staff  administer 
sophisticated  treatments  teaching  patients  and  family  members 
complex  and  technical  tasks.  Family  members  may  be  parents  of 
children  with  traumatic  injuries  or  conditions  of  birth  reguiring 
ventilators  or  other  life  sustaining  supports.  Spouses  and  adult 
children  may  need  to  mobilize  resources  when  cancer  reguires 
aggressive  chemotherapy  and  learn  to  cope  with  the  related  pain 
and  symptom  management  as  the  oncology  services  move  to  the 
hospice  phase  of  palliative  care. 
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People  with  AIDS  require  all  the  most  advanced  health  care 
services  at  home  including  mental  health  services  to  cope  with 
the  progressive  disease  process  and  the  social  stigma  of  AIDS. 
Large  numbers  of  volunteers  are  incorporated  into  community 
programs  to  support  individuals  through  this  devastating  illness. 
Long  term  care  services  are  frequently  interrupted  with  very 
acute  medical  crises  adding  challenges  for  the  coordination  of 
rapidly  changing  service  needs. 

Community  Home  Health  Care  is  certified  as  a  home  health  agency, 
hospice  provider  and  licensed  as  a  mental  health  provider. 
Additionally,  our  organization  provides  residential  services  for 
the  developmentally  disabled  and  physically  disabled.  Special 
skill  training  is  offered  for  learning  how  to  live  independently 
in  the  community.  Our  most  recent  initiative  in  community  based 
residential  services  is  a  specialized  Adult  Family  Home  for 
persons  with  AIDS.  This  is  a  partnership  with  the  Northwest  AIDS 
Foundation  and  Aging  and  Adult  Services  Division  within  the  State 
Department  of  Social  and  Health  Services. 

I  am  pleased  and  honored  to  be  able  to  share  some  of  my 
experience  and  insight  regarding  the  issues  facing  providers  of 
long  term  home  care  and  the  observed  impact  on  our  most  precious 
resource,  the  family  as  caregivers.  We  all  will  sooner  or  later 
be  faced  with  these  issues  as  our  society  becomes  one  of  four  and 
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five  generation  families  and  medical  science  allows  us  to  conquer 
acute  illness  and  live  many  more  years  with  chronic  disability. 

Definitions  of  long  term  care  are  multi-faceted  and  frequently 
serve  as  an  umbrella  under  which  one  can  begin  to  describe  the 
components  of  service  considered  necessary  to  address  the  diverse 
needs  of  the  broad  population  utilizing  elements  of  long  term 
care  today.  I  have  selected  the  description  utilized  in  the 
October,  1987,  report,  "Toward  Managed  Long  Term  Care"  prepared 
by  Aging  and  Adult  Services  of  the  Washington  State  Department  of 
Social  and  Health  Services  as  may  reference  point  today. 

Long  Term  Care  Definition 

A  coordinated  continuum  of  diagnostic,  therapeutic, 
rehabilitative,  supportive  and  maintenance  services  which 
address  the  health,  social  and  personal  care  needs  of 
individuals  who  have  limited  capacity  for  self  care.  They 
are: 

o  designed   to   facilitate   the   maximum  potential   for 
personal  independence; 

o  provided  in  the  environment  most  appropriate  for  the 
individual's  assessed  needs; 

o  may  be  delivered  for  a  relatively  long  and  indefinite 
period  of  time. 

The  fact  that  long  term  care  has  in  the  past  been  the  primary 
responsibility  of  the  family  and  dedicated  friends  leads  to  the 
fundamental  reason  why  we  need  new  policy  leadership  for  the 
1990 's  and  beyond.  Women  are  predominantly  the  caregivers  as 
well  as  the  recipients  of  care.    These  women  frequently  find 
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themselves  at  risk  of  retaining  their  employment,  maintaining 
their  health  and  depleting  their  financial  resources.  There  are 
definite  limits  on  the  capacity  of  the  family;  yet,  they  have 
quietly  sacrificed  their  own  resources  over  long  periods  of  time 
to  retain  loved  ones  at  home  by  choice  with  little  public 
support. 

Home  health  agencies  typically  provide  services  to  persons  of  all 
ages.  Yet  the  most  rapidly  growing  segment  receiving  service  is 
the  over  85  year  old  followed  by  the  over  75  year  old.  Close  to 
50%  of  Community  Home  Health  Care's  services  are  to  persons  age 
75  years  and  older.  Add  the  over  65  year  olds  and  the  number 
increases  to  75%.  The  need  for  functional  assistance  is  directly 
related  to  age.  The  under  60  in  need  of  long  term  care  includes 
people  with  a  wide  range  of  physical  disabilities  as  well  as 
developmental  disabilities. 

Organizations  are  usually  not  called  upon  until  the  level  of  care 
exceeds  the  skill  level  of  the  family  caregiver  or  the  person  is 
without  family  supports.  An  amazing  phenomenon  is  the  increasing 
number  of  patients  who  do  not  meet  the  criteria  for  acute 
hospital  care  but  exceed  the  resources  of  the  nursing  home.  Home 
care  providers  have  therefore  been  placed  in  the  position  of 
managing  complex  care  at  home  under  limited  reimbursement 
structures.  We  are  able  to  provide  the  skilled  professional 
services  but  often  have  no  funding  for  the  supportive  health 


60 


services  necessary  to  keep  the  family  unit  intact. 

i 

Not  all  persons  can  be  managed  at  home  safely.  We  need 
specialized  residential  facilities  that  blend  the  best  of  the 
home  setting  with  more  supervision  for  complex  medical  and  social 
problems.  Home  care  services  are  frequently  provided  to  people 
living  in  group  homes. 

The  State  of  Washington,  like  most  in  this  country,  struggles 
annually  with  the  funding  of  nursing  home  care  and  has  less  and 
less  money  available  for  the  community  care.  Traditionally,  long 
term  care  needs  were  viewed  as  primarily  medical  problems.  In 
recent  years  we  have  been  able  to  demonstrate  that  the  need 
clients  have  for  personal  care  and  functional  assistance  far 
exceeds  the  need  for  medical  and  nursing  care.  People  who  have 
guite  significant  levels  of  disability  in  fact  may  choose  to  stay 
at  home.  Unfortunately  it  takes  much  more  service  coordination 
to  establish  an  ongoing  plan  at  home.  We  all  invest  tremendous 
numbers  of  hours  in  case  management  and  care  coordination  to 
adjust  services  as  needs  change.  Often  this  case  management  time 
is  not  funded  separately  and  must  be  absorbed  as  overhead. 

Long  term  care  must  include  a  diverse  range  of  services  that  can 
be  delivered  according  to  individual  circumstance  and  not  be 
directed  by  rigid  eligibility  criteria  established  by  a  multitude 
of  reimbursement  bodies.   Many  of  the  basic  services  necessary  to 
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a  successful  long  term  care  service  are  unfamiliar  to  the  typical 
third  party  payor. 

Long  term  care  includes  services  that  we  frequently  take  for 
granted  as  healthy  working  adults.  Meals  and  transportation 
services  can  be  key  determinants  for  being  able  to  stay  at  home 
as  well  as  personal  care  and  homemaking  support.  Legal  services 
may  be  required  to  transfer  assets  and  protect  the  use  of  assets 
by  confused  persons.  Relief  for  the  caregiver  and  companionship 
for  the  homebound  are  also  of  great  importance  over  long 
extended  periods  of  care  and  confinement. 

The  home  care  industry  sees  the  need  to  provide  more 
comprehensive  services  to  families  on  a  daily  basis.  We  watch 
the  increased  incidence  of  threatened  suicide  as  the  burden 
becomes  intolerable.  We  see  the  funding  limited  to  specific  care 
categories  for  the  patient's  need  when  the  caregiver  is  the  most 
at  risk  of  emotional  and  physical  exhaustion.  We  struggle  to 
mobilize  what  little  resources  there  are,  teach  the  family  what 
to  expect  and  how  to  do  the  care.  We  end  up  all  too  frequently 
saying,  "Call  us  when  you  have  a  problem"  as  we  have  no  funding 
to  continue  services.  Families  will  often  try  to  manage  on 
their  own  as  they  think  it's  their  duty.  By  the  time  we're 
called  back,  there  are  more  serious  problems  than  necessary  or 
nursing  home  placement  is  inevitable  because  there  is  no  more 
energy  to  continue  at  home. 
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Long  Term  Care  funding  must  be  publicly  financed  as  the 
population  most  at  risk  clearly  does  not  have  the  resources  to 
underwrite  services  through  Long  Term  Care  Insurance.  Insurance 
is  still  struggling  to  develop  policies  appropriate  to  actual 
long  term  care  need  outside  the  nursing  home.  Washington  State 
has  regulations  regarding  insurance  coverage  of  community  based 
services  but  few  people  are  covered  under  the  new  requirements. 

Certainly  there  are  service  issues  related  to  the  availability  of 
staff  to  provide  the  expanded  need  for  community  based  long  term 
care  services.  Yet  we  have  observed  in  this  state  that  a 
respectable  wage  attracts  dedicated  people  to  this  field  of 
service.  A  licensure  law  was  passed  in  the  most  recent  state 
legislative  session  to  require  all  providers  of  home  health, 
hospice  and  the  personal  care  services  to  home  care  to  be 
licensed.  Minimum  standards  must  be  established  to  protect  the 
worker  and  safeguard  the  recipient  of  service. 

Managed  care  is  a  very  popular  concept  as  applied  to  long  term 
care  service.  We  in  home  care  respect  the  need  to  coordinate 
services  in  the  continuum  of  providers,  yet  are  cautious  about 
having  other  organizations  determine  what  our  patients  and 
clients  are  eligible  to  receive.  We  believe  home  care  providers 
need  to  be  able  to  provide  certain  types  of  case  management  and 
care   coordination   as   a   reimbursable   component   of   service. 
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Different  levels  and  types  of  case  management  may  be  indicated  as 
people  move  to  different  levels  of  care. 

Home  health  organizations  have  existed  within  an  environment  of 
limited  service  funding.  We  share  the  concern  that  appropriate 
quality  assurance  mechanisms  must  be  in  place  to  insure 
consistent  and  cost  effective  service  as  more  funding  becomes 
available.  Professional  oversight  is  very  necessary  for  these 
services  as  personal  care  workers  can  encounter  complicated  abuse 
situations  or  be  asked  to  provide  care  beyond  their  skill  level. 
We  believe  that  families  will  only  use  what  services  they  need  if 
regular  guidance  and  support  in  decision  making  is  available. 

Long  term  care  to  be  appropriately  utilized  must  be  available  on 
a  flexible  basis.  Certain  disabilities  and  disease  categories 
can  be  managed  on  an  anticipatory  basis  rather  than  the  urgent 
crisis  basis  currently  common  practice.  Physicians  need  to  work 
closely  with  long  term  care  providers  just  as  they  now  coordinate 
with  acute  care  services.  Physician  time  must  also  be  reimbursed 
for  the  in-home  consultation  and  case  management  time  required  to 
support  people  outside  institutions. 

Personal  care  services  need  to  be  offered  by  trained  and 
supervised  personnel  who  are  paid  wages  adequate  to  support 
themselves  when  working  full  time.  Volunteers  can  offer 
significant  supports  to  families  but  should  not  be  expected  to 
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provide  ongoing  personal  services. 

The  home  care  industry  realizes  the  need  to  consider  a 
combination  of  private  financing  with  public  funding  to  address 
the  full  spectrum  of  need.  A  minimum  level  of  service  needs  to 
be  assured  families  who  may  face  years  of  care.  In  home  services 
must  be  a  priority  consideration  for  any  publicly  funded  program 
otherwise  all  the  resources  could  easily  be  absorbed  by  needed 
facility  care. 

We  urge  your  serious  consideration  of  the  current  congressional 
proposals  as  a  basis  for  beginning  to  bring  balance  back  into 
long  term  care  delivery.  Home  care  must  be  specifically 
recognized  as  a  preferred  choice  of  setting,  not  as  an 
alternative.  We  need  to  encourage  innovation  and  not  be  model 
specific  as  much  change  will  continue  to  occur  to  make  long  term 
care  valued  as  acute  care  is  today. 

Thank  you  for  the  opportunity  to  present  the  situation  we  observe 
in  our  community.  We  value  the  contributions  of  other  community 
based  providers  but  need  further  financial  support  to  offer  what 
we  already  have  the  expertise  to  do  at  this  time.  Home  care 
providers  can  meet  the  challenge  with  an  adequate  funding  base. 
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Mr.  Bonker.  Excellent. 
Dr.  Clark? 

STATEMENT  OF  HUGH  CLARK,  M.D.,  GERIATRICIAN,  SEATTLE, 

WASHINGTON 

Dr.  Clark.  Chairman  Bonker  and  Co-Chairperson  Oakar,  thank 
you  very  much  for  inviting  me  here  today.  My  testimony  reflects  19 
years  in  the  practice  of  medicine  in  hospitals,  nursing  homes,  office 
and  patient's  homes. 

It  has  been  said  that  home  care  is  a  congenital  disease  in  my 
family.  My  mother  was  a  great  lady  in  New  Jersey  during  the  de- 
pression, visiting  nurse. 

My  sister  runs  the  Home  Health  Agency  for  Northern  Vermont. 
My  other  sister  is  a  hospital  social  worker.  And  my  wife  runs  part 
of  the  home  care  program  for  Group  Health  Cooperative  in  Kent 
County. 

I  have  served  as  chairman  of  medical — 

Mr.  Bonker.  If  you  had  brought  all  of  them  we  would  have  had  a 
panel  just  for  you  and  your  family. 

Dr.  Clark.  When  someone  has  to  take  care  of  us  we  are  going  to 
be  hell. 

Dr.  Clark.  Additionally,  I  have  served  as  chairman  of  the  Medi- 
cal Advisory  Board  of  the  Seattle,  Kent  County  Visiting  Nurse 
Service  and  on  the  board  of  trustees. 

We  have  struggled  for  the  last  10  years  to  develop  and  put  into 
practice  modern  home  care  skills  and  services  demanded  by  our  cli- 
entele, and  representing  the  major  changes  that  have  taken  place 
in  medical  practice. 

There  is  one  message  that  I  want  to  leave  most  clearly  with  the 
hearing  today.  It  is  time  for  home  care  to  be  put  into  position  with 
the  other  major  health  services.  Hospital  care,  office  and  out-pa- 
tient care,  home  care  and  nursing  care. 

It  is  time  to  recognize  that  this  is  a  continuum,  not  a  set  of  dis- 
crete, isolated  services.  And  it  is  time  to  provide  the  financial 
mechanisms  so  that  each  area  is  available  when  needed,  so  that  we 
do  not  always  use  the  most  expensive  resource,  but  rather  the  most 
appropriate  resource,  the  most  expensive  being  the  hospital  and 
the  nursing  home  options. 

You  asked  me  in  your  invitation  to  speak  about  patient  prefer- 
ences. I  will  let  the  patients  and  consumers  speak  for  themselves 
on  that. 

But  let  me  just  say  that  in  the  27  years  since  I  graduated  from 
medical  school,  I  have  had,  on  a  few  occasions,  patients  ask  me, 
Doc,  will  you  please  put  me  in  the  hospital. 

I  have  yet  to  hear  a  patient  ask  me,  Doc,  wouldn't  you  please  put 
me  in  a  nursing  home.  And  yet  there  are  times  when  nursing  home 
is  clearly  the  best,  if  not  the  only  option. 

I  want  to  give  two  patient  presentations  today  to  indicate  the 
successes  and  failures  of  home  care  as  we  currently  practice  it. 

In  the  first  case,  GI  was  a  78-year  old  retired  businessman  and 
philanthropist  when  he  died  in  his  own  home  in  May  of  this  year 
after  a  12-month  bout  with  cancer  of  the  pancreas. 
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He  refused  experimental  chemotherapy,  but  was  well  enough  to 
take  a  trip  to  England  and  a  trip  to  Hawaii  6  and  4  months  prior 
to  his  death. 

Life  became  increasingly  difficult  six  week's  prior  to  death,  and 
long-term  care  plans  were  reviewed  in  detail  with  them. 

He  expressed  a  preference  to  be  cared  for  at  home.  His  wife  was 
terrified  of  her  responsibility,  but  responded  with  great  courage  to 
support  counsel,  some  outside  assistance,  and  excellent  home  care 
services  at  the  end. 

The  patient  declined  food  cost,  had  nausea  and  vomiting,  but  did 
not  take  bed  until  10  days  prior  to  death. 

The  sustaining  care  program  of  Swedish  Hospital  really  served 
as  the  case  manager  for  in  this  circumstance.  The  wife  had  no  way 
to  put  all  these  services  together. 

I  knew  what  services  were  needed,  but  at  the  time  they  put  them 
all  together. 

A  home  IV  service  was  started  to  allow  the  provision  of  mor- 
phine, and  then  finally  full-time  nursing  care  was  acquired  for  the 
last  7  days  of  life.  He  had  major  gastric  suction  provided  in  the 
home. 

My  patient  had  asked  that  he  not  be  given  artificial  nutritional 
fluids,  but  supported  for  comfort. 

Our  goals  were  relief  of  pain,  thirst  and  hunger,  rather  than  the 
initiation  of  an  endurance  contest. 

I  made  3  house  calls  and  answered  17  phone  calls  to  develop  care 
plans  for  the  home  agencies  and  with  the  wife.  Three  sons  provided 
essential  support.  And  a  major  reconciliation  took  place  between 
the  youngest  son,  who  is  kind  of  a  black  sheep,  and  the  rest  of  the 
family,  clearly  related  to  the  provision  of  care  at  home.  It  was  stun- 
ning. 

All  family  members  participated  in  making  the  end  of  G.I.'s  life 
the  best  it  could  be  under  the  circumstances.  The  wife  performed 
brilliantly,  and  as  a  well-deserved  sense  of  pride  that  she  accom- 
plished. 

This  was  a  dignified  end  that  required  a  highly  sophisticated 
family,  the  coordination  of  3  agencies  and  the  doctor's  office,  and 
the  personal  financial  resources  which  were  available  to  pull  it  off 
in  this  case. 

It  should  happen  more  often.  I  hope  it  happens  to  me.  We  will 
not  all  be  so  lucky,  but  we  should  be. 

In  this  circumstance  Medicare  paid  for  durable  equipment  and 
intermittent  care.  But  the  full-time  care  had  to  be  paid  for  by  the 
family.  And  that  amounted  to  $4,000  for  the  last  week  of  life. 

It  was  a  very  successful  program.  The  second  case  is  not  such  a 
happy  one.  W.T.  is  80  years  old  and  is  dying  by  bits  and  pieces,  and 
is  taking  several  years. 

She  is  a  ferociously  determined  marvelously  good-humored  lady. 
She  is  a  devoted  smoker  and  I  cannot  talk  her  out  of  it.  She  is  thin 
as  a  willow-wand,  and  an  expert  at  getting  all  of  us  to  do  her  bid- 
ding. 

Her  husband  is  long  gone,  and  her  only  relatives  are  her  sister  in 
Hawaii,  a  niece  in  town  about  40  miles  away. 
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I  know  various  neighbors  by  name  that  come  and  look  on  her. 
But  W.T.  seems  to  be  very  careful  not  letting  me  meet  any  of  the 
neighbors. 

W.T.  has  14  major  problems  on  her  problem  list,  2  cancers,  hy- 
pertension, coronary  artery  disease,  mild  cardial  infarctions  twice, 
current  congestive  heart  failure,  atriofibrilation,  cataracts,  a 
stroke,  asthmatic  bronchitis,  emphysema,  gout,  a  leaky  heart  valve, 
and  severe  osteoporosis  with  fractured  vertebrae. 
Ms.  Oakar.  And  she  still  smokes? 

Dr.  Clark.  Yes.  And  she  lived  to  80  smoking,  so  it  is  hard  to  say 
it  is  too  bad  for  her. 
Ms.  Oakar.  Yes. 

Dr.  Clark.  She  takes  16  pills  a  day,  including  9  different  medi- 
cines. She  has  continued  oxygen  in  her  home  and  care  barely  get  to 
the  bathroom  without  her  walker. 

She  had  two  hospitalizations  in  1986,  two  in  1987,  and  just  fin- 
ished her  fifth  hospitalization  in  this  year. 

On  four  of  those  occasions  she  has  been  in  the  intensive  care 
unit.  The  downward  rollercoaster  course  in  her  chronic  illness  is  a 
very  different  pattern  than  the  discrete,  simple  projectory  of  the 
first  case  that  I  presented. 

Additionally,  there  is  no  clear  end  in  sight  as  there  was  with  the 
first  patient.  On  each  discharge  from  the  hospital  we  get  started 
with  the  home  health  agency  on  the  Medicare  guidelines. 

And  after  a  brief  period  of  follow-up  she  no  longer  requires 
skilled  care  and  is  discharged.  The  last  3  admissions  clearly  had 
been  related  and  could  have  been  avoided  if  we  had  been  able  to 
continue  care  at  home. 

The  Medicare  of  acute  illness  does  not  apply  to  chronic  illness 
and  chronic  home  care.  This  lady  needs  comprehensive  continuing 
supervision  and  case  management  to  coordinate  all  the  care  needs. 
She  needs  personal  care,  as  she  can  no  longer  cook  for  herself,  do 
her  laundry,  housekeeping,  shopping.  Her  medicines  are  far  too 
complex  for  her  to  take.  And  she  cannot  read  the  bottles  because 
she  has  got  cataracts. 

Before  her  most  recent  admission  she  stopped  all  her  medicines, 
as  she  was  told  that  they  were  to  be  taken  with  food.  And  a  dental 
problem  prevented  her  from  eating. 

In  three  days  she  was  back  in  intensive  care  at  a  cost  of  $1,000  a 
day.  She  lacks  the  close  family  help,  the  sophistication,  and  espe- 
cially the  financial  resources  of  my  first  patient. 

She  will  not  give  up,  and  she  will  not  go  gently  into  that  dark 
night.  Her  caretaker  friends  are  tiring.  I  do  not  know  what  we  are 
going  to  do. 

I  will  read  the  new  legislation  proposed  in  detail,  and  look  and 
see  whether  it  covers  the  major  items  that  I  see  from  a  physical 
point  of  view  needs  to  be  covered. 

But  let  me  just  briefly  stress  some  of  the  patterns  of  demograph- 
ics and  illness  that  have  changed  home  care.  Populations  aging,  the 
group  over  85  will  quadruple  in  the  next  50  years. 

People  may  well  live  20  to  25  years  after  they  retire.  After  the 
age  of  80,  50  percent  of  the  folks  need  some  assistance  in  their 
homes. 
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Second,  the  traditional  caretakers  are  less  available.  Most  of 
them  work  now.  And  in  a  substantial  percent  the  children  are  65 
and  70  themselves,  and  have  chronic  medical  problems. 

We  have  talked  about  the  need  for  respite.  Medical  practice  pat- 
terns have  changed  enormously  in  the  past  20  years. 

Long  before  DRGs,  the  hospital  length  of  stay  began  to  decrease, 
and  accelerated  under  DRG  regulation.  Sicker  patients  go  home 
with  more  complex  treatments,  such  as  home  oxygen,  home  IV 
antibiotics,  home  chemotherapy,  physical  therapy,  speech,  et 
cetera. 

Fourth,  chronic  illness  dominates  the  medical  management 
rather  than  acute  illness.  Complete  recovery  and  return  to  inde- 
pendence is  not  expected.  Continuing  needs  are  expected. 

Fifth,  personal  services  we  discussed,  such  as  bathing,  dressing, 
and  food  preparation,  shopping,  transportation,  filling  prescriptions 
and  housekeeping,  are  as  essential  to  keeping  one  at  home  as  tech- 
nical and  professional  services. 

Now  I  will  just  mention  some  areas  where  I  will  look  at  your  bill 
carefully  for  signs  of  improvement  in  this  are. 

A  chronic  care  model  must  replace  the  acute  care  model. 

It  is  not  appropriate  to  expect  the  chronically  ill  patient  to  make 
due  and  recover  with  brief  home  care  support  available  through 
Medicare  now. 

Time  after  time  my  patient  makes  a  partial  recovery,  care  of 
stock  at  home,  patient  deteriorates,  and  back  in  the  hospital. 

Each  time  they  come  back  in  the  hospital  there  is  a  further  func- 
tional loss,  and  they  are  more  dependent  when  they  leave.  And  the 
spiral  goes  on  as  it  did  in  the  second  case  I  discussed. 

Care  must  be  comprehensive.  It  makes  no  sense  to  send  in  the 
nurse  to  monitor  heart  failure  medication  for  a  patient  who  cannot 
get  to  the  pharmacy,  and  cannot  walk  safely  in  her  own  home  or 
prepare  her  own  meals. 

Third,  the  care  must  be  continuous  to  avoid  the  downward  spiral 
that  is  too  frequently  present.  The  intensity  of  service  will  vary, 
but  the  continuity  must  continue. 

Fourth,  quality  assurance  will  be  a  continuing  problem,  as  it  is 
at  present  with  the  arrival  I  am  seeing  almost  weekly  of  new  home 
health  care  agencies  who  come  to  my  office  and  want  me  to  use 
their  services. 

Some  of  them  do  a  good  job,  and  some  of  them  simply  cream  off 
the  top  by  taking  on  the  simple  but  high-paying  technical  services 
like  oxygen,  IV  therapy,  and  home  nutritional  services — technical 
but  simple. 

They  leave  for  the  old  stand-by  agencies,  the  not-for-profit  agen- 
cies, the  less  or  non-remunerative  services  such  as  wound  care, 
physical  therapy,  personal  care  and  case  management. 

But  this  quality  assurance  must  be  done  very  differently  than  it 
is  done  now.  There  seems  to  be  an  assumption  that  the  larger 
volume  of  paper  work  that  you  do  in  documentation  the  better 
home  care  you  provide. 

Many  home  care  agencies  will  tell  you  the  cost  of  the  service  at 

home  is  double  by  the  kind  of  documentation  that  is  required  now. 

You  need  to  develop  a  system  of  sampling  for  quality  rather  than 

universal  collecting  of  data.  You  can  do  a  10  percent  sample,  or  15 
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percent  sample  in  detail,  rather  than  requiring  the  documentation 
and  data  on  every  patient. 

Utilization  monitoring  will  also  need  development,  but  must 
spare  the  enormous  paper  work  that  goes  on  now.  Again,  protocols 
could  be  developed  to  indicate  what  sorts  of  services  are  needed  for 
kinds  of  problems.  And  sampling  could  be  done  to  see  if  the  appro- 
priate services  are  provided,  or  over-provided. 

Nursing  homes  have  pioneered  the  patient  assessment  for  per- 
sonal health  care  for  years  now,  and  these  assessment  tools  can 
easily  be  adapted  to  home  care. 

Sixth,  case  management  services  are  needed.  I  do  not  know 
whether  any  of  you  have  ever  tried  to  pay  the  bills  for  home  and 
personal  health  services  and  what  is  left  over  after  Medicare  for 
your  families.  It  is  almost  impossible. 

Seventh,  physicians  will  need  to  be  brought  back  in  a  home  care, 
both  in  the  supervision  of  medical  aspects  of  care,  and  in  making 
visits  and  assessments  where  appropriate. 

It  is  sad  but  true  that  the  Roter  Rooter  man  gets  paid  twice  as 
much  for  a  home  visit  as  I  am  allowed  to  charge  by  Medicare. 

That  is  also  true  for  the  TV  repairman,  the  electrician  and  the 
plumber. 

Finally,  adequate  financing  must  be  available  for  home  services. 
It  is  naive  to  think  that  the  large  number  of  seniors,  especially  the 
group  over  75  are  going  to  have  the  resources. 

You  have  talked  about  financial  mechanisms  elsewhere,  but  it 
needs  to  be  done  ahead  of  time.  It  needs  to  be  broad-based,  and  it 
ought  not  to  be  on  the  backs  of  the  seniors  themselves. 

Thank  you. 

[The  prepared  statement  of  Dr.  Clark  follows:] 
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PREPARED  STATEMENT  OF  HUGH  CLARK,  M.D. 


My  testimony  reflects  nineteen  years  in  the  practice  of 
medicine  in  hospitals,  nursing  homes,  office  and  patients'  homes. 
Additionally,  I  have  served  as  Chairman  of  the  Medical  Advisory 
Committee  of  the  Seattle/King  County  Visiting  Nurse  Services,  as 
well  as  on  the  Board  of  Trustees  of  the  same  agency.  We  have 
struggled  for  the  last  ten  years  to  develop  and  put  into  practice 
modern  home  care  skills  and  services  demanded  by  our  clientele  and 
the  changing  practice  of  medicine. 

First,  I  want  to  discuss  changes  in  the  patterns  of  illness 
and  practice  of  medicine  as  they  relate  to  Long  Term  Home  Care 
needs . 

1.  The  population  is  aging  and  the  over  85  group  will  guadruple 
in  the  next  50  years.  People  may  well  expect  to  live  20 
years  following  retirement.  Only  a  small  minority  end  up  in 
nursing  home  settings,  although  almost  all  of  them  will  de- 
velop one  or  more  chronic  illnesses . 
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The  traditional  caretakers  are  less  available  in  the  home  now 
than  in  1950.  Over  70%  of  the  over  85  group  have  no  spouse 
living  with  them  due  to  death  and  divorce.  The  daughters  and 
daughters-in-law  who  used  to  care  for  the  elderly  are  now  out 
in  the  workplace,  at  least  65%  of  them,  and  the  percentage 
continues  to  grow.  Finally,  many  of  these  caretakers  have 
chronic  medical  problems  of  their  own  as  they  reach  age  60-65 
themselves,  making  it  impossible  to  provide  care  for  the  very 
old.  Still  an  enormous  amount  of  home  care  continues  to  be 
provided  by  family  members,  and  they  sometimes  need  relief  or 
respite. 

Medical  practice  patterns  have  changed  enormously  in  the  past 
20  years.  Long  before  DRG's,  the  hospital  length  of  stay  be- 
gan to  decrease  and  this  has  accelerated  under  DRG  regula- 
tion. Sicker  patients  are  being  returned  to  their  homes,  and 
they  require  more  complex  treatments  such  as  home  oxygen, 
home  IV  antibiotics,  home  chemotherapy,  home  physical 
therapy,  and  home  speech  and  occupational  rehabilitation. 
Chronic  illness  now  dominates  the  medical  management  problem. 
Traditional  insurance  and  government  programs  were  designed 
on  the  basis  of  acute  illness,  complete  recovery  and  return 
to  total  independence.  With  a  chronic  illness  such  as  ar- 
thritis, stroke,  COPD,  heart  failure  or  coronary  artery  dis- 
ease, the  illness  does  not  get  cured.  In  fact,  the  patient 
becomes   progressively   ill   and   increasingly   dependent. 
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Here  we  are  victims  of  our  own  success.  People  with  chronic 
illness  are  living  longer  as  a  direct  result  of  progress  in 
controlling  infections,  the  decreases  in  early  mortality  due 
to  heart  disease  and  stroke,  and  advances  in  cancer  treat- 
ment. They  live  long  enough  to  accumulate  two  or  more 
chronic  illnesses  with  associated  disabilities  and  increased 
dependency . 
5.  Personal  services  such  as  bathing,  dressing,  food  prepara- 
tion, shopping,  transportation,  filling  prescriptions  and 
housekeeping  are  as  essential  to  keeping  someone  at  home  as 
technical  and  professional  services. 

Now  I  will  present  some  areas  where  major  improvements  and 
support  for  home  care  are  needed. 

1 .  A  chronic  care  model  must  replace  the  acute  care  model .  It 
is  not  appropriate  to  expect  the  chronically  ill  patient  to 
make  do  and  recover  with  the  brief  home  care  support  avail- 
able through  Medicare  now.  Time  after  time  my  patient  makes 
a  partial  recovery  and  I  am  informed  by  the  home  care  agency 
that  services  are  no  longer  covered  under  Medicare.  The  ma- 
jority of  time  there  is  no  way  the  patient  can  pay  for  con- 
tinued services  out  of  pocket.  Care  is  dropped,  and  the  pa- 
tient goes  into  a  decline,  and  reenters  the  hospital  with  a 
new  acute  problem.  Further  functional  loss  ensues  with  in- 
creased 
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need  for  home  care,  and  the  spiral  goes  on.   See  the  case  of 
WT  described  below. 

2.  Care  must  be  comprehensive.  It  makes  no  sense  to  send  in  the 
nurse  to  monitor  heart  failure  and  medication  accuracy  for  a 
patient  who  can't  get  to  the  pharmacy,  can't  walk  safely  in 
their  home,"  can't  prepare  their  own  meals  or  do  their  own 
laundry. 

3.  Care  must  be  continuous  to  avoid  the  downward  spiral  that  is 
too  frequent  at  present.  The  intensity  of  service  will  vary 
but  it  should  not  be  simply  an  on/off  service  as  character- 
izes current  Medicare  sponsored  home  services.  In  addition 
to  making  the  care  of  nurses,  physical  therapists,  speech 
therapists  and  occupational  therapists  available,  personal 
care  must  be  covered  as  well.  This  could  be  provided  by  home 
health  aids,  chore  services  or  home  care  specialists,  all  of 
whose  training  and  educational  background  can  be  simpler  and 
briefer  than  the  other  professionals  listed  above.  These 
technicians  will  require  monitoring  and  supervision. 

4.  Quality  assurance  will  be  a  continuing  problem  as  it  is  at 
present  with  the  arrival  on  the  scene  almost  weekly  of  new 
home  care  agencies.  Some  of  them  do  a  good  job,  some  of  them 
simply  cream  off  the  top  by  taking  on  simple,  but  high  pay- 
ing, technical  services  like  home  I.V.  therapy  and  oxygen 
therapy.  They  leave  for  the  old  standby  not-for-profit  agen- 
cies the  less  or  non  remunerative  services  such  as  wound 
care,  physical  therapy  and  personal  care. 


74 


-5- 


But  this  quality  assurance  must  be  done  very  differently  than 
is  now  accomplished  by  Medicare,  where  the  assumption  seems 
to  be  that  the  larger  the  volume  of  paper  work  documentation 
you  can  do  the  better  home  care  you  provide.  Current 
documentation  requirements  often  double  the  cost  of  service 
with  no  benefit  to  patient  or  tax  payer.  Rather  than  univer- 
sal case  by  case  quaduplicate  forms  going  every  which  way,  do 
quality  assurance  by  sampling  in  a  random  but  limited  sample. 
Hospitals  do  it  now.  Protocols  to  indicate  appropriate  ser- 
vices for  specific  problems  can  be  produced,  and  outcome  mea- 
sures which  are  sought  can  be  specified. 

Utilization  monitoring  will  also  need  development,  but  must 
spare  the  enormous  paperwork  burden  that  currently  reduces 
the  capacity  of  a  home  care  agency  to  provide  service. 
Again,  personal  care  protocols  could  guide  the  provision  of 
services  and  compliance  with  the  protocols  could  be  monitored 
on  a  sampling  basis.  Nursing  homes  have  health  care  proto- 
cols in  order  to  guide  and  monitor  care  in  the  nursing  home 
setting.  These  assessment  tools  could  easily  be  adapted  to 
home  care  use. 

Case  management  services  will  be  necessary  to  pull  home  care 
all  together.  Many  seniors  simply  do  not  have  the  capacity 
to  find  out  what  is  available,  much  less  to  follow  through  to 
be  sure  all  appropriate  services,  and  only  appropriate  ser- 
vices are  provided. 
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7.  Physicians  will  have  to  be  brought  back  into  home  care,  both 
in  the  supervision  of  medical  aspects  of  home  care  and  in 
home  visits  and  assessments  where  indicated. 

At  the  moment  the  incentives  are  all  wrong.  The  physician  is 
well  reimbursed,  in  some  cases  over  reimbursed  for  technical 
services  in  the  hospital  compared  to  cognitive  services  pro- 
vided in  the  office,  home  or  nursing  home.  It  is  sad,  but 
true,  that  the  roto  rooter  man  is  paid  twice  as  much  for  a 
home  visit  as  Medicare  allows  a  physician  to  charge.  The  TV 
repairman's  minimal  charge  is  three  times  what  the  physician 
may  charge.  The  advice  the  doctor  gives  by  phone  call  to  su- 
pervise home  care  to  family,  nurses  and  other  caregivers  may 
not  be  charged  for  at  all  under  medicare  guidelines.  Nursing 
home  supervision  generates  3.7  phone  calls  per  month  per  pa- 
tient to  the  doctor  and  supervising  home  care  is  only 
slightly  less  demanding  of  telephone  consultation.  If  you 
want  to  see  physicians  supportive  of  providing  care  in  the 
home,  they  will  need  to  be  paid  for  doing  so. 

8.  Adequate  financing  must  be  available  for  home  services.  It 
is  naive  to  think  that  the  large  number  of  seniors,  espe- 
cially the  group  over  75,  are  going  to  have  the  resources  to 
pay  for  private  insurance  for  home  care.  Those  that  can  af- 
ford to  pay  don't  need  the  insurance,  and  those  living  on  so- 
cial security  supplemented  by  an  equivalent  pension  will  sim- 
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ply  not  have  the  money.  Still  they  may  very  well  be  able  to 
pay  for  a  portion  of  their  home  care  through  some  kind  of 
co-payment.  I  know  that  co-payment  is  a  dirty  word  to  many 
senior  groups  but  I  think  we  are  going  to  have  to  be  realis- 
tic and  recognize  that  home  care  is  not  going  to  come  for 
free,  although  in  many  cases  it  will  be  much  less  expensive 
than  $600  a  day  in  the  hospital  or  $3,000  a  month  in  a  nurs- 
ing home. 

Finally,  I  hope  the  members  of  this  Committee  will  continue 
to  work  hard  to  bring  home  care  back  into  the  spectrum  of  health 
services,  that  we  can  build  on  the  many  innovations  that  have  been 
added  in  the  recent  past,  and  that  the  home  health  agencies  can 
achieve  the  support  and  stature  for  providing  long  term  care  that 
the  hospitals  deserve  for  providing  acute  short  term  care. 
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Mr.  Bonker.  You  had  a  lot  to  say,  Mr.  Clark,  and  I  know  that 
you  just  summarized  your  text,  so  I  will  look  forward  to  reading 
the  full  account. 

Dr.  Clark.  There  is  a  written  testimony  you  will  have  to  go 
through. 

Mr.  Bonker.  Okay.  Gerrie  LaQuey. 

STATEMENT  OF  GERRIE  LAQUEY,  DIRECTOR,  EVERGREEN  CARE 
NETWORK,  REDMOND,  WASHINGTON 

Ms.  LaQuey.  Thank  you.  I  would  like  to  thank  you  for  the  oppor- 
tunity to  be  here,  and  maybe  briefly  explain  a  little  bit  of  my  back- 
ground so  you  can  understand  where  I  am  today. 

I  am  a  registered  nurse  included  briefly  for  a  couple  of  years 
with  acute  care  in  hospitals.  I  moved  very  quickly  into  community 
home  health  care  settings. 

And  after  about  10  years  in  those  areas  became  increasingly 
frustrated  with  looking  at  the  needs  that  I  saw  clients  having,  and 
the  inabilities  of  those  home  care  systems  to  meet  those  needs,  be- 
cause out  of  financial  constraints,  and  different  kinds  of  practice 
constraints  that  were  being  imposed  primarily  by  outside  organiza- 
tions. 

And  consequently,  in  fact  two  years  ago  Margaret  was  my  boss, 
and  I  worked  at  Community  Home  Health  Care. 

And  consequently,  in  searching  for  some  kind  of  mechanism  to 
be  able  to  actually  try  and  deal  with  some  of  those  on-going  needs 
that  I  see  so  many  people  having,  have  moved  into  a  system  that  is 
primarily  filled  with  social  workers  who  are  providing  some  kind  of 
case  management  service  coordination  kinds  of  services  to  people 
to  try  and  help  them  meet  those  on-going  needs  that  the  systems 
are  not  being  allowed  to  deal  with. 

We  are  all  talking  about  a  continuum  of  care,  and  that  is  prob- 
ably something  that  you  will  hear  again,  and  again,  and  again. 

I  would  like  to  point  out  that  in  this  country,  when  we  talk  about 
health  care  we  are  in  fact  primarily  referring  to  the  care  of  illness, 
of  acute  illness  episodes.  And  we  are  not  really  talking  necessarily 
about  the  care  of  people's  on-going  health  related  needs. 

And  when  you  are  talking  about  long-term  care,  even  when  you 
are  talking  about  chronic  illness  management,  for  someone  who  is 
chronically  ill,  their  norm  and  their  healthy  state  becomes  that 
chronic  illness  state. 

To  care  for  that  you  are  talking  about  those  long-term  episodes. 
You  are  not  talking  about  those  cyclical  acute  exacerbations  when 
they  go  into  the  hospital. 

Several  years  ago  I  heard  a  speaker  make  the  comment  that  we 
have  probably  the  most  finely  tuned  acute  care  system  in  the 
world,  but  the  majority  of  our  population  dies  of  chronic  long-term 
illnesses. 

You  cannot  expect  an  acute  care  system  to  deal  adequately  with 
chronic  illness.  The  management  is  completely  different.  And  so 
those  two  systems  clash  constantly. 

In  trying  to  put  together  any  kind  of  comprehensive  care  for 
people  in  their  normal  setting,  in  the  carrying  on  of  their  normal 
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lives,  the  most  important  thing,  I  think,  that  you  need  to  look  for 
are  lots  of  different  pieces,  lots  of  different  services. 

It  is  not  just  home  care.  It  is  not  just  nursing  home.  It  is  not  just 
CHORE  services.  It  is  being  able  to  look  at  transportation,  at  meals 
on  wheels,  at  housing  alternatives  that  go  all  the  way  down  from 
the  person's  own  home  to  congregate  care  facilities  and  different 
kinds  of  assistant  living  that  finally  leads  into  the  nursing  home. 

It  is  being  able  to  have  the  transportation  service  as  it  is  being 
able  to  have  legal  services  available  for  people. 

People's  chronic  long-term  care  needs  change  as  their  condition 
changes.  And  it  is  a  matter  of  putting  together  the  pieces  of  the 
puzzle  that  fit  for  the  moment,  and  being  aware  that  those  pieces 
are  going  to  change  on  you.  Maybe  in  a  month,  maybe  in  two 
months,  maybe  in  a  year. 

And  you  are  going  to  hopefully  go  out  and  find  another  piece 
that  fits  in  there.  The  current  experience  is  that  frequently  it  is 
easy  to  go  out  and  figure  out  what  the  people  need.  It  is  not  always 
easy  to  find  those  services  that  are  available — services  that  people 
can  afford. 

The  service  may  be  there.  They  may  need  some  income  kind  of 
help.  They  may  need  an  LPN  or  they  may  need  an  RN  briefly,  but 
$7  an  hour  or  $10  an  hour  or  $15  an  hour  may  well  be  beyond  the 
capability  of  people  to  pay  for. 

They  may  be  eligible  for  services  but  it  takes  you  two  weeks, 
three  weeks,  four  months,  a  year  to  figure  out  that  they  are  eligi- 
ble, or  to  help  them  go  through  the  process  of  transferring  assets, 
or  understanding  what  they  need  to  have  happen  to  make  that  pos- 
sible so  that  they  become  eligible  for  the  services. 

And  by  then  the  needs  have  changed  or  it  is  too  late. 

They  may  need  a  combination  of  services  that  is  difficult  to 
manage  without  somebody  else  who  can  help  them  oversee  how 
they  fit  together,  and  how  they  are  happening,  and  that  they  actu- 
ally do  fall  into  place,  and  do  continue. 

When  people  go  into  the  hospital  they  usually  receive  some  form 
of  discharge  planning.  Unfortunately  we  have  seen — because  of  the 
constraints  that  happen  with  Medicare  funding  and  infamous 
DRGs,  the  diagnostic  related  groups  that  have  been  imposed,  we 
start  seeing  hospital  stays  decrease  rapidly  for  people.  In  this  area 
we  are  generally  looking  at  hospital  stays  of,  what,  4  to  5  days  at 
the  most.  Sometimes  3  days. 

In  three  days  you  do  not  have  time  to  find  out — you  barely  have 
time  to  figure  out  what  that  person  is  going  to  need  in  terms  of 
acute  care  follow-up  when  they  go  home. 

You  do  not  have  time  to  figure  out  what  their  functional  needs 
are  going  to  be  a  month  from  now,  or  two  months  from  now.  And 
they  go  in  the  process  of  trying  to  set  up  those  programs,  of  putting 
together  a  Medicaid  application  which  may  take  three  weeks  to 
figure  out. 

It  may  take  a  month  and  a  half  to  get  the  verifications  that  you 
need.  And  unless  you  have  someone  helping  you  with  it  you  may 
think  5  visits  back  to  DSHS  before  you  figure  out  all  the  pieces 
that  you  actually  needed  because  the  instructions  are  difficult  to 
understand.  It  is  complex.  And  the  workers  in  other  areas  do  not 
have  time  to  sit  down  and  explain  on  a  one-to-one  basis  with  people 
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piece-by-piece  what  they  need,  the  right  way  to  talk  to  your  bank 
so  they  can  get  the  statement  that  is  going  to  meet  their  needs,  the 
right  way  to  fill  out  all  the  pieces  of  paper. 

Probably  the  best  encouragement  that  I  can  offer  in  any  kind  of 
comprehensive  planning  for  long-term  care  is  to  really  consider  the 
numbers  of  institutional  variables  in  terms  of  services  that  can  be 
put  together  and  how  you  make  those  available  and  how  you  make 
those  accessible. 

We  are  fortunate  in  Washington  State  to  have  a  mandated  case 
management  program  for  seniors. 

However,  the  majority  of  people  who  are  filtered  into  that 
system  are  the  very  frail  and  the  very  vulnerable.  My  staff  talks 
about  the  numbers  of  rich  people  that  they  are  seeing  who  are 
being  referred  in  for  case  management  services. 

And  when  I  ask  them  what  do  you  mean  when  you  talk  about 
rich  people,  oh  people  who's  income  is  about  $900  a  month.  If  you 
multiply  that  out  that  is  somebody  who  is  making  about  $11,800  a 
year.  And  on  most  of  our  scale  of  what  we  define  as  wealthy  that  is 
not  rich,  and  that  is  not  someone  who  is  going  to  be  able  to  out  of 
that  buy  a  lot  of  services  for  themselves. 

The  majority  of  people  we  see  are  getting  $450  or  $500  a  month. 
And  for  them  there  are  some  services  and  there  is  some  help  that 
is  available  for  those  people  who  fall  within  the  income  levels  of 
$600  to  $800. 

A  lot  of  them  are  stuck.  They  are  over-income  for  the  services 
that  are  available  and  yet  they  do  not  have  enough  to  be  able  to 
pay  for  what  they  need. 

I  think  of  the  example  of  folks  who  make  between  $600  and  $800 
a  month  who  may  need  assisted  living,  who  could  survive  very  ade- 
quately in  a  congregate  care  facility. 

However,  in  this  state  we  subsidize  under  Medicare  up  to  $580. 
Even  if  someone  with  $600  a  month  turns  over  their  entire  income 
to  a  congregate  care  facility,  that  rate  is  $1000  to  $1500  a  month. 

They  are  not  going  to  be  able  to  afford  to  live  there.  And  so  they 
look  at  a  nursing  home  placement  when  they  do  not  really  neces- 
sary need  that  skill  level  because  the  subsidy  is  higher. 

And  then  we  hope  that  when  the  State  comes  through  and  re- 
views they  are  going  to  get  recertified,  and  told  that  they  do  not 
have  the  appropriate  care  levels  to  be  in  the  nursing  home,  and  be 
really  stuck,  be  out  in  the  community  without  adequate  money  to 
buy  supports,  not  eligible  for  the  programs  that  are  available,  and 
yet  needing  help  at  home. 

I  think  I  would  encourage  all  of  us  to  act  as  advocates  in  looking 
at  trying  to  come  up  with  some  kind  of  national  policy  in  looking 
at  health,  at  long-term  care,  that  can  provide  guidance  to  the  dif- 
ferent states. 

In  looking  at  better  defining  roles  that  both  the  public  and  the 
private  sector  are  going  to  have  to  take  in  funding  long-term  care. 

In  seeing  that  people  are  adequately  educated  so  they  under- 
stand that  when  we  get  there  there  is  something  that  we  should  be 
doing  right  now  to  see  that  we  are  adequately  taken  care  of. 

We  cannot  pre-fund  some  of  our  long-term  care  needs.  I  know 
that  because  I  see  clients  everyday  who  have  those  needs. 
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My  friends,  who  do  not  work  in  the  same  area  do  not  understand 
that.  In  encouraging  employers,  or  offering  some  kinds  of  incen- 
tives for  employers,  offer  long-term  care  coverage  as  part  of  benefit 
packages,  even  if  it  is  simply  an  option  that  the  worker  can  pay  for 
entirely  themselves. 

And  encouraging  people  to  think  and  plan  ahead.  I  look  down 
the  road  and  I  see  the  demographics  of  how  our  population  is 
aging. 

I  look  at  the  client  base  that  we  serve  now,  and  I  see  the  num- 
bers of  people  whose  needs  are  not  met  by  the  services  that  are 
available,  due  to  fiscal  restraints.  Due  to  the  fact  that  it  is  difficult 
to  find  workers;  they  are  not  paid  adequately  enough  to  want  to  be 
doing  what  we  are  asking  them  to  do. 

Public  monies  are  becoming  more  and  more  limited.  And  I  see 
these  growing  numbers,  and  it  scares  me  to  death.  Because  unless 
we  are  paying  a  lot  of  attention  to  that,  and  more  than  lip  service, 
and  making  moves  now  to  see  that  those  services  are  available, 
when  that  population  topples  over  so  that  we  have  the  majority  of 
our  people  65  or  over  who  are  needing  these  services  we  are  going 
to  be  swamped  in  a  sea  of  need,  and  we  are  not  ever  going  to  be 
able  to  back-track  or  pedal  fast  enough  to  begin  to  meet  those 
needs. 

And  it  will  be  constantly  running  to  try  and  keep  up  with  some- 
thing that  is  so  far  ahead  of  you  that  you  are  never  going  to  make 
it. 

So  I  really  support  any  kind  of  action  that  starts  to  move  us 
along  the  lines  of  coming  up  with  services  and  plans  to  support 
long-term  care  both  now  and  in  the  future. 

[The  prepared  statement  of  Ms.  LaQuey  follows:] 
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PREPARED  STATEMENT  OF  GERRIE  LAQUEY 

Anyone  concerned  with  the  area  of  aging  is  familiar  with  the 
demographics  of  the  aging  population.   In  1986  persons  aged  65 
years  or  older  represented  12.1%  of  the  population.   By  the  year 
2000,  this  group  is  expected  to  represent  13.0%  of  the 
population,  and  this  percentage  is  projected  to  climb  to  21.2%  by 
2030.   These  figures  seen  in  light  of  the  steady  decline  in  the 
ratio  of  working-age  people  who  support  the  elderly  through 
income  and  Social  Security  taxes  raises  serious  questions  as  to 
the  financing  of  services  in  the  future.   Successive  generations 
of  retirees  have  increasing  financial  security  in  the  form  of 
both  income  and  assets.   Nevertheless,  in  the  King  County  area 
alone  40%  of  persons  over  65  had  incomes  of  less  than  $10,000  a 
year  in  1980,  and  8.1%  of  persons  over  60  had  incomes  at  or  below 
the  poverty  level.   Neither  these  people,  nor  a  significant 
number  of  those  above  this  income  level,  can  afford  to  finance 
extended  periods  of  professional  care  at  home  or  in  a  nursing 
home. 

In  March  1988  the  Strategic  Planning  Committee  of  the 
Seattle/King  County  Division  on  Aging  described  long  term  care  as 
spanning  the  boundary  between  health  care  and  social  services  to 
encompass  all  those  services  which  involve  and  support  all 
aspects  of  living  for  a  person  concerned  with  problems  of  aging, 
chronic  illness  or  disabilities.   Primary  health  care  by  health 
professionals,  such  as  physicians  and  nurses,  helps  to  minimize 
and  prevent  the  need  for  long  term  care  in  the  first  place,  and 
then  to  manage  chronic  disabilities  as  they  occur.   Many  other 
types  of  providers  offer  the  social  and  health  services  which 
involve  and  support  all  aspects  of  living  for  a  person  with 
disabilities.   Therefore,  long  term  care  also  encompasses  home 
health  care,  chore  services,  meals-on-wheels,  adult  day  health 
and  respite  care,  congregate  care  housing  (housing  plus  meals  and 
help  with  activities  of  daily  living) ,  transportation,  and  many 
other  services.  It  is  important  to  note  that  the  key  to  providing 
adequate,  appropriate,  cost  effective  long  term  care  for 
individuals  lies  in  providing  a  variety  of  non-institutional 
services  which  support  and  allow  the  greatest  possible  personal 
independence.   The  greater  the  variety  and  availability  of  these 
services  the  greater  the  chance  that  individuals  will  in  fact 
have  access  to  the  specific  combination  of  services  which  will 
best  meet  their  needs  in  the  most  cost  effective  manner. 

The  chronic  long  term  illnesses  which  are  so  often  the  hallmark 
of  aging  force  many  of  the  elderly  into  a  cycle  of 
hospitalizations.   Discharge  planners  attempt  to  link  these 
individuals  to  services  appropriate  to  their  needs  on  discharge, 
but  the  constraints  created  by  ever  decreasing  lengths  of  stay, 
the  lack  of  services  that  people  can  afford,  and  the  length  of 
time  involved  in  determining  eligibility  for  some  services  forces 
the  focus  of  discharge  planning  to  deal  primarily  with  follow-up 
of  the  acute  care  need  and  may  in  no  way  address  the  on-going 
long  term  care  needs  that  arise  as  the  persons  needs  change  with 
time.   In  Washington  State  we  are  fortunate  to  have  a  mandated 
information,  assistance  and  case  management  program  for  the 
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elderly  which  specifically  looks  at  long  term  care  issues  and 
attempts  to  both  link  individuals  with  services  appropriate  to 
meet  their  needs  and  provide  some  monitoring  functions  to  see 
that  over  time  the  services  continue  to  meet  the  need.   Even 
though  this  program  goes  a  long  way  in  helping  individuals  to 
plan  and  set  up  services  for  long  term  care  the  availability  of 
services,  differing  eligibility  requirements,  and  lack  of 
services  for  low  to  middle  income  individuals  who  can  not  afford 
to  pay  in  full  for  services  but  are  over  income  to  qualify  for 
subsidized  programs  all  serve  to  limit  the  over  all  effectiveness 
of  the  program.  The  attached  Long  Term  Care  Strategic  Plan 
developed  by  the  Seattle-King  County  Division  on  Aging  details 
several  critical  issues  in  the  area  of  long  term  care  provision 
which  are  relevant  both  regionally  and  nationally. 

First,  the  most  available  and  accessible  long  term  care  services 
are  not  those  which  best  serve  the  needs  of  the  elderly  and  their 
families.   The  development  of  in-home  or  non-institutional 
residential  services  has  been  inhibited  by  inadequate 
reimbursement.  Frequently  different  services  are  provided, 
managed  and  funded  by  different  agencies,  resulting  in  a 
fragmented  approach  to  the  management  of  care  as  well  as 
differing  systems  and  requirements  which  must  be  dealt  with  by 
the  consumer  and/or  family  members.   Because  the  services  are 
fragmented  and  getting  understandable  information  about  available 
home  and  community  services  is  difficult  utilization  of  long  term 
care  services  is  frequently  the  result  of  a  crisis,  rather  than 
advance  planning. 

Second,  public  and  private  funding  for  long  term  care  is 
inadequate  to  meet  the  current  and  future  needs  of  the  elderly. 
Public  and  private  entities  have  as  yet  to  come  to  widespread 
agreement  as  to  their  responsibility  for  long  term  care 
financing.   Due  to  limited  public  revenue  the  funding  for  in-home 
and  community  services  is  not  increasing  as  rapidly  as  the  need 
for  these  services.   Many  individuals  could  afford  to  pre-fund 
their  long  term  care  needs,  but  are  not  aware  of  the  need  to  do 
so,  or  of  the  availability  of  long  term  care  insurance  as  a 
mechanism  to  do  so.   Long  term  care  insurance  is  only  beginning 
to  include  home  care  options  and  most  products  do  not  integrate 
long  term  care  services  with  primary  care  or  hospital  services. 

Third,  there  is  an  insufficient  supply  of  properly  trained 
personnel  to  meet  current  and  future  long  term  care  needs.   Most 
of  our  health  care  professionals  were  trained  in  the  "medical 
model"  of  services  and  care  provision  which  is  not  the  most 
suitable  one  for  designing,  managing,  and  staffing  long  term  care 
services.   Most  of  our  health  care  system  is  geared  to  the 
management  of  acute  conditions  not  chronic  conditions  which  are 
those  which  create  most  of  the  on-going  care  needs  in  the 
elderly.   Fewer  individuals  are  choosing  to  become  nurses, 
physical  therapists  and  occupational  therapists.   As  the  need  for 
in-home  chore  and  personal  care  services  increases  fewer  workers 
can  be  found  to  provide  these  services,  especially  when  wages 
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continue  at  a  level  only  slightly  above  minimum  wage. 

Fourth,  a  value  conflict  occurs  between  maintaining  the 
independence  of  the  elderly  and  assuring  a  safe,  cost-effective 
environment.   Independence  is  sometimes  valued  more  highly  than 
safety  by  the  elderly  individual.   Mentally-impaired  older 
persons  sometimes  lack  appropriate  assistance  for  making  wise  or 
safe  decisions.   It  is  frequently  difficult  to  develope  a  cost- 
effective   configuration  of  services  that  will  also  assure  a  safe 
environment.   There  is  a  lack  of  data  for  outcomes  of  long  term 
care  that  makes  quality  and  cost-effectiveness  difficult  to 
measure. 

These  problem  areas  offer  all  those  concerned  with  the  area  of 
aging  a  great  challenge.   To  meet  both  current  and  future  needs 
national  policy  must  be  set  and  legislation  enacted  to  provide  a 
consistent  approach  to  financing  long  term  care  services.   Both 
the  public  and  private  sectors  need  to  clearly  define  their  roles 
and  responsibilities  in  financing  long  term  care  services  and  in 
educating  individuals  adequately  to  plan  for  their  future  needs. 
All  of  us  know  that  the  population  is  aging.   We  are  rapidly 
climbing  to  the  crest  of  a  wave  which  if  inadequately  planned  for 
will  swamp  us  in  a  sea  of  need  from  which  we  will  never 
successfully  emerge. 
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Mr.  Bonker.  Well,  I  feel  a  little  bit  overwhelmed. 

I  mean  when  you  look  at  the  demographics  you  can  get  an  appre- 
ciation for  what  is  coming  ahead.  But  then  after  I  hear  about  the 
whole  spectrum  of  services  that  will  be  required  to  meet  these  con- 
tinuing and  growing  needs,  as  a  legislator,  at  least,  trying  to  come 
up  with  the  programs  and  the  amounts,  it  is  a  bit  staggering. 

In  fact,  when  I  heard  her  mention  the  range  of  services,  the  sorts 
of  services,  the  continuum,  the  comprehensiveness  of  what  is 
needed,  it  prompted  me  to  ask  my  staff  director,  now  how  does  our 
bill  define  the  services  and  the  benefit  requirements? 

And  so  I  have  a  copy  of  the  legislation.  And  now  that  I  have  au- 
thored it  you  can  see  exactly  what  it  provides. 

And  there  are  3  categories,  home  care,  adult  day  care,  and  res- 
pite care. 

Under  home  care  is  speech  therapy,  medical  social  services  under 
the  direction  of  a  physician  or  registered  professional,  services  of  a 
home  health  aid  who  has  completed  her  training  program,  medical 
supplies  and  equipment,  medical  services — it  goes  on  and  on. 

And  then  under  adult  day  health  care  benefits  we  are  talking 
about  medical  services,  psychiatric  and  psychological  services,  nurs- 
ing care,  physical  and  occupational  therapy,  speech  therapy,  medi- 
cal social  services,  professional  services,  therapeutic  social  and 
physical  educational  services,  and  transportation  services — that  is 
for  taking  the  adults  to  and  from  the  program — nutritional  serv- 
ices, and  such  other  services  that  may  be  defined. 

The  respite  care  benefit,  which  is  a  different  subsection,  includes 
companion  day  care  and  home-maker  services  furnished  in  the 
place  of  residence,  so  on  and  so  forth. 

That  is  a  lot.  That  is  a  lot  in  terms  of  how  we  are  going  to  devel- 
op a  professional  service  corps  that  is  totally  prepared  and  certi- 
fied, I  suspect,  to  provide  these  services. 

That  is  a  lot  in  terms  of  the  cost  and  how  we  are  going  to  pay  for 
it.  You  have  been  in  this  business  a  long  time,  Margaret.  Do  we 
have  a  professional  corp  that  is  in  place  to  provide  these  services? 

And  in  your  judgment  is  the  cost  too  prohibitive  if  we  are  going 
to  reach  for  a  comprehensive  program? 

Ms.  Shepherd.  Well,  I  think  it  was  mentioned  by  earlier  speak- 
ers that  we  need  to  take  a  look  at  the  training  of  professionals  in 
gerontology,  and  make  sure  that  nurses,  physicians  and  social 
workers  are  prepared  to  work  in  this  area. 

Well-prepared  nurses  and  staff  in  geriatrics  know  really  how  to 
set  up  a  plan  that  probably  uses  the  least  amount  of  professional 
services. 

Quite  frankly,  a  very  large  part  of  long-term  care  is  that  person- 
al care,  homemaker  level. 

So  a  very  small  percentage  of  long-term  is  the  professional  serv- 
ices. You  need  the  professional  component  there  but  you  really 
need  to  have  the  combination  because  it  is  really,  the  whole  host  of 
the  paraprofessional  workers  that  maintain  that  support. 

So  that  is  where  you  have  got  to  have  well-prepared  people  be- 
cause you  cannot — as  Gerrie  said,  you  cannot  take  the  acute  care 
model  and  overlay  it  onto  the  home  care  or  it  is  going  to  be  exces- 
sively structured. 

So  that  is  one  of  the  factors. 
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Mr.  Bonker.  Maybe  unnecessarily  costly. 

Ms.  Shepherd.  That  is  right.  That  is  right. 

So  that  is  one  of  the  things  I  think  we  need  to  look  at,  or  you 
need  to  look  at  in  your  legislation,  is  looking  at  that  combination 
because  that  legislation  as  currently  structured  means  certainly 
there  are  needs  for  those  services  but  they  need  to  be  balanced  for 
the  other  component  as  well. 

Mr.  Bonker.  Dr.  Clark. 

Dr.  Clark.  I  think  you  are  going  to  pay  for  it  anyway. 

And  the  question  is  whether  you  pay  for  appropriate  services  or 
inappropriate  services.  And  the  development  of  a  proper  care  plan, 
as  my  colleague  discussed,  is  the  key  there. 

What  are  the  appropriate  services?  It  may  very  well  not  be  the 
acute  high  tech  expensive  services  that  keep  the  patient  in  the 
home. 

Mr.  Bonker.  Fine.  Congresswoman  Oakar? 

Ms.  Oakar.  Thank  you,  Mr.  Chairman.  I  have  to  say  that  I  am 
very  impressed  with  this  panel.  And  I  want  to  thank  you  because 
you  always  think  you  have  heard  testimony  before. 

But  what  is  interesting  about  this  panel  to  me  is  that  you  have 
an  administrator,  a  doctor  and  a  nurse  agreeing  on  areas  of  con- 
cern, and  all  really  experts  in  terms  of  giving  us  some  solutions. 

I  want  to  pick  on  the  doctor  for  a  minute  if  I  may. 

Mr.  Bonker.  He  may  not  be  representative  of  his  profession. 

Ms.  Oakar.  Cause  you're  a  geriatric  physician,  or  no,  that  is  one 
of  your  areas  of  expertise  and  specialty.  And  I  have  to  say  that  I 
have  a  nephew  who  is  a  doctor  still  trying  to  pay  his  $80,000  worth 
of  bills  since  he  was  able  to  go  the  medical  school  under  the  loan 
program.  So  I  have  the  greatest  respect  for  your  profession. 

However,  not  many  doctors  feel,  as  you  do,  that  I  know,  that 
home  care  should  be  on  the  same  level— I  am  quoting  you— as 
other  services. 

That  is  why  I  think  we  have  a  bias  in  the  Medicare  bill,  which  is 
bias  toward  frankly  physician  fees,  and  hospital  care,  as  opposed 
to— and  I  have  always  had  a  nurse  on  my  staff— the  kinds  of  serv- 
ices you  provide,  and  you  provide,  and  frankly,  you  provide,  Doctor. 

We  ought  to  pay  you  fairly  if  you  go  into  someone's  home,  you 
know.  And  we  have  a  bias  against  doing  that,  you  know.  It  is  just 
we  are  way  up. 

How  do  we  get  more  physicians,  how  do  we  get  the  AMA  to  come 
out  and  agree  with  Congressman  Bonker's  bill? 

Dr.  Clark.  I  am  an  economic  determinist  philosophically.  I  go  to 
church  sometimes.  But  let  me  point  out  that  if  I  do  a  cataract  oper- 
ation you  will  pay  me  $1500  or  $1800.  I  would  have  to  do  50  home 
visits  to  make  that  same  amount  of  money. 

We  need  to  alter  the  way  we  encourage  people  to  work.  We  pay 
them  very  highly  for  high  tech  stuff,  and  we  do  not  pay  them  for 
cognitive  and  personal  counseling  type  services. 

I  could  go  on  and  mention  other  procedures  where  the  discrepan- 
cy is  the  same  for  nursing  home  care.  I  provide  supervision  for  7 
years  for  a  patient  to  be  the  equivalent  of  doing  the  cataract  sur- 
gery. , 

The  incentives  are  misplaced. 
Mr.  Bonker.  Why  is  that? 
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Dr.  Clark.  Well,  the  legislation  began  with  this  acute  care 
model.  And  we  have  got  to  think  of  another  model.  We  have  to 
have  a  broader  concept  of  what  services  are  needed. 

Some  doctors  are  willing  to  listen,  some  are  not  willing  to  listen. 
You  support  medical  education  in  a  variety  of  ways.  You  may  alter 
the  way  you  support  education.  You  might  fund  more  geriatric 
training  and  more  generalist  training. 

I  do  not  think  the  geriatrician  has  a  hold  on  the  market  of 
taking  care  of  old  folks.  A  lot  of  docs  have  to  do  that.  All  internists 
do  it,  they  just  do  not  admit  it.  I  am  an  internist,  basically. 

In  the  training  program  at  the  University  of  Washington  I 
helped  set  up  the  geriatric  training  program.  I  tried  very  hard  to 
get  it  set  up  within  the  Department  of  Medicine,  not  something  as 
discrete,  because  that  is  what  internists  do,  it  is  what  family  practi- 
tioners do. 

Fifty  to  60  percent  of  all  internist  patients  are  over  the  age  of  60. 

Ms.  Oakar.  But  that  is  not  part  of  a  lot  of  training,  is  it,  in 
terms — I  know  nurses  can  get  a  Masters  in  geriatric  nursing.  We 
have  a  great  program  at  Case  Western  Reserve  in  my  home  town 
of  Cleveland.  And  we  are  proud  of  that.  But  it  is  one  of  the  few  in 
the  country. 

Let  alone  training  of  doctors  in  the  geriatric  specialty. 

Dr.  Clark.  There  is  a  lot  that  needs  to  be  done  there.  We  also 
have  a  geriatric  nurse  training  program  here.  We  also  have  a  geri- 
atric fellowship  program  at  University  of  Washington. 

Those  need  to  be  fully  funded  and  supported. 

Ms.  Oakar.  Well,  Mr.  Chairman,  I  sure  got  the  message  today 
about  chronic  versus  acute  care.  And  I  think,  you  know,  it  has 
never  been  put— I  would  like  to  think  that  I  have  attended  hear- 
ings, and  after  11  years  of  being  a  student  of  these  programs  and 
trying  to  do  something  to  make  them  better,  but  I  have  really  not 
heard  it  repeated  in  the  way  that  your  witnesses  have. 

I  want  to  really  compliment  you  for  your  choice  of  witnesses  be- 
cause you  just  put  it  right  on  the  line  so  simply  that  it  is  just  way 
overdue. 

The  other  point  is  I  think  all  of  you  are  talking  about  the  release 
from  hospitals,  and  that  may  be  wrong  or  right,  depending  on  the 
situation.  The  fact  is  not  to  compliment  it  with  a  home  care  pro- 
gram. Just  does  not  make  a  lot  of  sense.  They  just  end  up  back  in 
the  hospital. 

And  the  chronic  view  that  you  have  so  well  said,  Gerrie,  and  as 
well  as  Margaret.  I  think  just  a  very,  very  interesting,  and  I  think 
for  our  record  for  our  committee  you  have  been  very,  very  helpful. 

Want  to  thank  you. 

Mr.  Bonker.  Yes,  well  thank  you  Congresswoman  Oakar  for 
those  comments.  They  certainly  are  complimentary  and  I  might 
add  deserving  of  the  fine  witnesses  we  have  here. 

Washington  State  does  have  a  good  reputation  for  innovative 
thinking  and  advances  in  health  care  and  medical  technology. 

I  think  much  of  that  has  come  by  way  of  Senator  Magnuson's 
huge  investment  in  research  and  training  at  the  University  of 
Washington  when  he  was  chairman  of  the  Appropriations  Commit- 
tee. But  we  also  have  a  highly  trained,  highly  professional  health 
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movement  in  this  State.  And  I  think  it  clearly  is  reflected  by  the 
testimony  we  have  had  here. 

I  would  like  to  concur  with  what  she  has  to  say.  Thank  each  of 
you  for  being  here,  and  for  your  contribution  to  this  hearing. 

And  I  might  add  that  not  only  are  you  providing  valuable  testi- 
mony but  you  are  providing  that  testimony  before  a  person  who 
will  be  in  the  House — I  will  not — who  will  have  considerable  use  of 
this  in  formulating  policies  in  years  ahead.  So  it  is  mutually  com- 
plementary to  have  both  of  you,  to  have  Congresswoman  Oakar 
here. 

Thank  you  very  much. 

We  have  a  special  guest  I  would  like  to  call  to  the  witness  table 
at  this  time,  State  Insurance  Commissioner  Richard  Marquardt, 
who  has  been  a  leader  in  the  area  of  insurance  accountability,  if 
you  will.  This  has  been  particularly  notable  by  the  program  which 
is  intended  to  keep  senior  citizens  well-informed  of  insurance  poli- 
cies to  avoid  fraudulent  practices  that  might  have  seniors  buying 
more  insurance  than  they  need  or  at  least  getting  the  services  for 
which  they  paid. 

Last  year  this  Subcommittee  conducted  hearings  on  abuses  in 
marketing  Medigap  and  long-term  care  insurance.  And  we  were 
pleased  to  hear  that  Washington  State  is  the  leader  when  it  comes 
to  State  Insurance  Commission  programs  to  help  protect  senior  citi- 
zens. 

And,  Patricia  Peterson  of  your  staff,  who  is  highly  competent 
and  widely  acknowledged  as  an  authority  on  the  subject,  prepared 
for  the  committee  very  important  testimony,  Mr.  Commissioner. 
We  are  very  pleased  to  have  you  before  us  today. 

STATEMENT  OF  RICHARD  MARQUARDT,  STATE  INSURANCE 
COMMISSIONER,  WASHINGTON  STATE 

Mr.  Marquardt.  Thank  you,  Congressman,  I  would  like  to 
return  the  compliment.  You  have  been  most  fair  to  our  staff. 

And  by  the  way,  Patricia  Peterson  is  on  maternity  leave.  She 
will  be  back,  I  think,  on  the  15th,  a  few  days  from  now,  for  their 
second  baby,  and  we  are  looking  forward  to  having  her. 

But  you  had  some  very  good  hearings.  You  had  some  hearings 
which  we  explained  the  program  which  is  called  SHIBA,  you  know 
very  well  about  it. 

Mr.  Bonker.  Mr.  Commissioner,  if  you  are  going  to  pay  me  some 
compliments  I  want  you  to  put  the  mike  closer. 

Mr.  Marquardt.  But  you  have  been  very  fine.  I  was  interested 
when  you  talked  about  Senator  Magnuson  and  what  a  fine  job  he 
did  in  the  years  past.  And  he  certainly  has— someone  is  whispering 
to  me  that  Senator  Magnuson  used  to  have  a  little  platform  of  50 
percent  for  the  State  of  Washington,  50  percent  for  the  rest  of  the 
Nation. 

So  that  is  just  about  the  way  it  was. 

Ms.  Oakar.  Can  I  just  say  that  you  have  such  a  great  advocate, 
Congressman  Bonker,  that  he  always  gives  us  offers  we  cannot 
refuse. 

Mr.  Marquardt.  There  you  go. 

Ms.  Oakar.  So  it  just  works  out  that  way. 
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Mr.  Marquardt.  Our  legislature  passed  a  long-term  care  insur- 
ance act.  And  on  January  1st  of  this  year  we  had  to  put  in  certain 
requirements  and  regulations. 

I  gave  the  committee  copies  of  that.  I  will  not  go  over  all  of  it 
today.  But  I  do  think  that  our  act  or  our  regulations  are  pretty 
good. 

We  now  have  some  18  insurance  companies  selling  long-term 
care  in  the  state.  The  requirements  are  about  guaranteed  renew- 
able policies  must  be  offered — the  benefits  must  be  offered  at  all 
levels. 

The  gate  keeper  provision  is  taken  care  of  in  the  regulation. 
Mental  and  nervous  disorders  as  well  are  taken  care  of  in  this  pro- 
gram. 

The  one  disclosure  form  must  be  used.  The  group  policies  must 
have  a  certain  loss  ratio  higher  than  individual  policy — those 
things  that  are  all  in  the  letter  that  I  prepared  for  you,  Congress- 
man Bonker. 

But  I  would  like  to  add  a  couple  other  things.  Someone  talked 
here  about  professionalism.  The  way  these  policies  are  sold  to 
senior  citizens  are  extremely  important. 

Mr.  Bonker.  Are  you  talking  about  supplemental  insurance  poli- 
cies or  long-term  care? 
Mr.  Marquardt.  Long-term  as  well. 
Mr.  Bonker.  Okay. 

Mr.  Marquardt.  Because  a  lot  of  senior  citizens  are  buying  this 
at  different  ages.  The  younger  they  buy  them  of  course  the  better 
they  are  as  far  as  the  rates  are  concerned. 

We  now  have  some  27,000  insurance  agents  in  this  state.  And  the 
last  few  years  we  have  had  7,000  new  ones  each  and  every  year. 
Probably  true  in  your  state,  too. 

Of  the  7,000  new  ones  each  and  every  year,  5,000  come  to  light 
for  the  health  and  accident  segment  of  the  business,  which  tells 
you  there  are  some  people  out  there  that  are  cranked  up  to  sell 
aunts  and  uncles  and  cousins,  whether  it  is  long-term  care,  Medi- 
gap  policies,  or  whatever. 

We  are  going  to  make  it  more  difficult  to  become  an  insurance 
agent  or  broker  in  this  state.  By  having  what  we  call  pre-licensing 
requirements,  have  these  people  before  they  can  even  go  for  the  ex- 
amination take  a  certain  number  of  hours  of  study. 

And  perhaps  that  will  dissuade  some  of  them  who  might  be  there 
for  a  few  months  and  then  disappear. 

We  keep  a  report  card  not  only  on  insurance  companies  but 
agents  and  brokers  as  well.  And  when  we  have  an  unusual  number 
of  complaints  against  them  we  have  them  come  into  the  office  and 
try  to  explain  them. 

There  is  one  other  segment  that  might  be  mentioned  here.  Today 
we  find  a  lot  of  what  we  call  financial  planners.  And  they  will 
come  to  somebody,  and  they  will  say,  we  will  take  care  of  you,  all 
kinds  of  insurance  and  everything  else. 

But  unless  they  sell  some  long-term  policies,  or  offer  them  and 
let  it  be  known  they  are  long-term  policies,  somewhere  down  the 
line  they  could  not  actually  be  sued  for  perhaps  malpractice,  if  you 
will. 
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In  the  sense  that  if  you  do  not  have  coverage  today  it  may  cost 
your  state  $25  to  $50,000  for  one  member  of  the  married  team  to  be 
in  a  nursing  home  for  a  period  of  time. 

And  if  someone  says,  well,  I  took  care  of  your  family  all  along 
here,  and  suddenly  the  estate  is  dissipated  by  some  $25  to  $50,000, 
already  there  is  a  law  suit  in  California  on  this  very  provisions,  so 
I  think  we  can  see  that  down  the  road. 

We  are  going  to  make  it  more  difficult  to  be  an  agent  in  the 
state.  And  as  these  people  take  examinations  we  are  going  to  have 
more  and  more  questions  on  health  care  policies,  on  long  term  poli- 
cies as  well. 

And  we  will  be  also  training  our  SHEBA  people,  not  only  on  this 
measure  but  on  catastrophic  insurance  bill  as  well.  I  want  to  thank 
you  for  letting  me  be  here  today,  Congressman. 

Thank  you,  again,  for  your  earlier  help. 

Mr.  Bonker.  Thank  you,  Mr.  Commissioner. 

Earlier  witnesses  had  pointed  to  the  possibility  of  the  need  for 
long-term  insurance.  And  I  have  always  wondered  how  does  that 
really  work.  I  mean  at  what  age  do  people  start  buying  into  long- 
term  care  insurance?  And  also,  what  are  the  range  of  benefits?  Are 
we  talking  about  congregate  care  coverage?  Are  we  talking  about 
nursing  home? 

If  my  father  were  to  buy  in  and  enter  a  program  at  age  62  when 
he  retired,  does  that  then  give  him  support  for  nursing  home  care? 

Can  you  elaborate  on  that  a  bit? 

Mr.  Marquardt.  Yes,  I  would.  The  younger,  of  course,  that  you 
buy-in,  Congressman,  the  better  the  rates  and  so-forth.  But  they 
must  offer  long-term  care  for — 

Mr.  Bonker.  Let's  just  say  somebody  who  retires  at  62,  and 
whose  retirement  income  is  sufficient  for  him  to  buy  into  an  insur- 
ance policy  so  he  doesn't  have  to  worry  when  he  is  80. 

So  can  you  give  us  a  model,  an  example,  an  illustration  of  some 
kind? 

Mr.  Marquardt.  Let  me  give  you  an  example  of  what  I  think 
ought  to  be  done,  if  I  might,  Congressman. 

I  think,  personally,  the  country  as  wealthy,  aggressive  as  we  are 
ought  to  find  the  solution.  My  solution  would  be  that  when  people 
start  to  work,  even  if  it  is  Big  Macs  at  16  years  of  age  or  18  years 
of  age,  a  certain  segment  of  their  income,  $5  a  week,  or  whatever  it 
is,  should  be  put  into  an  actuary,  sound  investment  by  the  Federal 
Government  on  the  premise  that  some  day  when  they  are  85  1  out 
of  4  will  end  up  in  that  nursing  home. 

And  I  just  think  somehow  with  all  of  our  intelligence  we  ought 
to  come  up  with  something  like  that.  And  I  think  it  can  be  done, 
and  should  be  done.  And  I  think  it  will  be  done. 

Your  father  buying  at  age  62  will  be  blocked  in  at  that  rate.  That 
does  not  mean  the  rate  will  never  change.  But  he  is  blocked  in  at 
that  segment.  And  it  will  cover  him  hopefully  in  the  nursing  home 
for  as  long  as  he  might  have  to  stay. 

We  hope  that  is  not  necessary.  But  it  will  take  care  of  it. 

Mr.  Bonker.  It  is  my  feeling  that  the  people  who  are  well-off  eco- 
nomically are  going  to  have  a  range  of  alternatives. 
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In  other  words,  they  are  going  to  live  in  very  attractive  retire- 
ment communities  with  golf  courses  and  all  of  the  amenities  that 
go  with  it. 

Mr.  Marquardt.  Convalescent  centers  and  stuff  like  that. 

Mr.  Bonker.  Yes.  And  they  have  now  life  care  concepts  where 
you  can  buy  into  virtually  a  country  club  community  and  have  a 
very  desirable  living  arrangement. 

And  as  you  increase  in  age,  and  have  greater  needs,  you  can  kind 
of  shift  around  in  that  community,  and  always  feel  comfortable 
that  you  will  be  taken  care  of. 

And  that  is  essentially  a  form  of  an  insurance.  This  whole  life 
care  concept  is  in  a  sense  an  insurance  policy. 

But  that  is  for  people  who  have  money.  If  you  have  money  you 
can  do  almost  anything  you  want,  you  know.  You  can  fly  down  to 
Miami,  and  do  all  sorts  of  things. 

But  then  we  are  talking  about  people  who  are  less  well-off,  but  at 
least  who  can  rely  on  Social  Security  and  some  retirement.  That  is 
my  father's  category. 

And  when  you  talk  about  people  at  age  18  coming  onto  the  pro- 
gram, you  cannot  convince  young  people  that  they  are  now  putting 
away  for  the  time  when  they  are  85  years  of  age. 

And  people  complain  to  us  all  the  time,  young  people,  that  they 
have  to  pay  Social  Security.  But  what  on  earth  would  people  do 
today  if  they  did  not  have  Social  Security,  especially  when  over  the 
last  8  or  9  years  newly  created  jobs  do  not  even  include  retirement 
benefits.  Many  of  them  will,  in  effect,  become  wards  of  the  state. 
Many  people  simply  cannot  provide  for  themselves.  And  they  are 
going  to  be  covered  in  some  form  by  Medicaid. 

So  we  have  got  to  be  realistic  about,  number  1,  people  who  have 
the  foresight  to  invest  that  far  ahead,  and  number  2,  those  who  do 
not  have  a  means  to  invest  ahead.  In  so  many  families,  both 
spouses  have  to  work  if  they  are  going  to  make  it,  much  less  put- 
ting aside  money  for  long-term  health  care  needs. 

And  even  then,  too  often  they  will  just  barely  be  able  to  make  it 
because  jobs  that  paid  $16,  $18  an  hour,  are  disappearing.  Plants 
are  shutting  down  in  Aberdeen  and  South  Bend  and  elsewhere. 
And  unless  you  work  for  Boeing,  or  one  of  these  high  tech  indus- 
tries, you  are  not  likely  going  to  be  making  very  much. 

The  problem  is  who  is  going  to  pay  for  long-term  insurance? 

Let  me  ask  you  about — you  said  that  there  are  many  insurance 
companies  in  the  state  that  now  provide — 

Mr.  Marquardt.  Some  18  companies  are  now  providing  these. 

Mr.  Bonker.  Okay,  18  companies. 

Mr.  Marquardt.  Yes. 

Mr.  Bonker.  Obviously  they  must  find  it  feasible  to  offer  it  as 
insurance  cause  they  are  not  in  it  to  lose  money. 

Mr.  Marquardt.  That  is  right. 

Mr.  Bonker.  So  what  kind  of  people  are  buying  insurance  like 
this? 

Ms.  Oakar.  How  expensive  is  it? 

Mr.  Marquardt.  Pardon  me? 

Ms.  Oakar.  How  expensive  is  it? 
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Mr.  Marquardt.  Unfortunately  it  is  very  expensive.  You  find 
yourself  in  the  dilemma,  as  you  write  rules  and  regulations,  to 
make  sure  that  these  policies  are  good  policies. 

You  might  almost  price  some  people  out  of  the  market.  Who  is 
buying  them  today?  People  with  very  moderate  incomes  are  the 
ones. 

Unfortunately,  the  ones  with  low  incomes  a  lot  of  them  cannot 
afford  it,  as  you  say,  Congressman,  and  that  is  a  sad  commentary. 
But  that  is  what  is  happening  today. 

Now  why  are  companies  in  it?  I  think  insurance  companies  are 
learning  more  and  more,  and  agreeing  that  America,  as  we  call 
it — you  know,  I  heard  the  other  day,  you  may  correct  me  on  this, 
but  in  12  years,  the  year  2,000,  that  one  quarter  of  the  State  of 
Kansas  will  be  senior  citizens.  I  know  that  one  quarter  of  the  State 
of  Florida  is  senior  citizens.  And  we  are  a  younger  state  than  that. 

But  nevertheless  it  indicates  it  is  a  tremendous  potential  market. 
And  you  find  a  lot  of  companies  entering  into  it  today. 

One  of  the  things  that  kind  of  bothers  me  a  little  bit  so  many 
times  is  that  so  many  insurance  companies  today  are  owned  by 
non-insurance  entities.  And  I  sometimes  question  whether  they 
really  have  a  concern  for  the  consumer  or  whether  they  are  strictly 
in  it  for  the  dollars. 

Mr.  Bonker.  Are  they  perhaps  owned  by  Japanese  investors? 

Mr.  Marquardt.  Well,  let  me  give  you  an  example.  When  I  blew 
the  whistle  on  one  of  the  celebrities  some  time  back  that  was  sell- 
ing products,  you  know,  I  traced  that  company  down.  It  was  owned 
by  a  power  light  company  in  Florida. 

Now  maybe  they  have  the  interest  of  the  people  that  are  hired  in 
our  state.  I  am  sure — I  am  giving  the  benefit  of  the  doubt.  But  nev- 
ertheless we  find  more  and  more  of  that,  nonentities. 

Let  me  cover  one  other  thing  that  perhaps  has  not  been  ad- 
dressed to  your  attention  just  a  little  bit. 

When  people  buy  into  these  retirement  villages  or  homes  and  ev- 
erything that  have  convalescent  centers,  someone  ought  to  have  a 
little  more  scrutiny  over  the  financial  stability  of  those  organiza- 
tions. 

There  was  a  bill  before  our  legislature  that  would  have  given  the 
whole  job  to  us.  We  volunteered  to  do  the  actuarial  studies,  and 
still  are  willing  to  do  that. 

But  the  original  bill  had  me  practically  cleaning  the  bathrooms 
for  them,  and  I  thought  that  was  a  bit  too  much.  But  we  do  believe 
that  there  ought  to  be  something  so  that  these  people  who  invest, 
say  if  they  got  $50,  $75,  $100,000,  they  put  it  in  this,  that  is  all  they 
have  on  the  insurance,  and  never  get  another  assessment,  and  then 
this  organization  runs  out  of  money.  We  do  not  think  that  is  fair. 
And  we  hope  to  address  that  in  the  next  session  of  our  legislature. 

And  again,  Congressman,  thank  you  for  letting  me  be  here.  Ap- 
preciate it. 

[The  prepared  statement  of  Mr.  Marquardt  follows:] 
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Despite  its  short  history  and  relatively  small  current  enrollment,  long-term 
care  (LTC)  insurance  is  expected  to  grow  in  importance,  especially  for  those 
of  retirement  age,  during  the  remainder  of  this  century.  According  to  the 
National  Governors1  Association  Oenter  for  Policy  Research,  since  1983  the 
number  of  companies  known  to  be  offering  LTC  insurance  in  this  country  has 
grown  from  16  to  about  80,  and  the  number  of  policies  in  force  has  grown 
from  150,000  to  about  500,000.  Changes  in  the  structure  of  the  typical 
American  family  and  the  "graying"  of  the  baby  boom  generation  are  two  of  the 
major  driving  forces  behind  this  continuing  growth. 

Long-term  care  insurance  is  the  latest  form  of  "nursing  home  insurance," 
which  has  been  sold  in  the  Northwest  for  about  15  years.  Nursing  home 
policies  had  a  bad  public  image,  however,  as  they  provided  very  limited 
coverage  and  had  benefits  that  were  directly  tied  to  Medicare.  There  was 
much  criticism  of  sales  tactics  used  to  sell  them  and  duplication  of 
policies  or  misrepresentation  of  policy  benefits  were  common. 


Development  of  long-term  care  (LTC)  insurance  law  is  fairly  recent  in 
Washington  State.  During  the  1986  Legislative  Session,  the  first  specific 
bills  addressing  long-term  care  insurance  were  introduced  in  the 
Legislature.  The  intent  of  the  proposed  legislation  was  to  get  control  over 

—  more  - 
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the  proliferation  of  "substandard"  nursing  home/long-term  care  policies  by 
means  of  establishing  some  minimum  standards.  It  was  also  necessary  to 
strive  for  uniformity  of  meaning  for  Lie  insurance  terms  used  in  Washington. 
If  the  Legislature  could  legally  define  the  minimum  quality  of  policy  that 
could  be  sold  in  Washington  and  establish  an  LIC  insurance  vocabulary  that 
everyone  could  understand,  then  the  consumer's  chances  of  understanding 
long-term  care  insurance  policies  would  be  greatly  improved. 

Washington  senior  citizen  activists  helped  pass  through  the  state 
Legislature  the  bill  that  later  came  to  be  known  as  the  Washington  State 
Long-Term  Care  Insurance  Act  (Chapter  48.84  RCW) .  The  statute  simply 
outlined  what  the  Legislature  wanted  as  a  final  product,  by  establishing 
certain  minimum  standards  and  consumer  protection  guarantees.  The  new  law 
gave  the  Insurance  Commissioner's  Office  responsibility  for  fulfilling  the 
legislative  intent  by  adopting  clarifying  regulations.  The  new  regulations 
were  to  fill  in  the  inevitable  gaps  inherent  in  any  law  dealing  with  such  a 
complicated  subject.  The  Act  was  an  "enabling  statute,"  as  commonly  used  in 
government,  in  which  the  Legislature  simply  provides  a  general  direction  and 
outline,  leaving  it  up  to  the  appropriate  regulatory  agency  to  take  care  of 
the  details  by  regulation. 

Before  January  1,  1988,  the  effective  date  of  the  new  long-term  care 
insurance  regulations,  the  Insurance  Commissioner's  Office  had  authority 
over  nursing  home  or  long-term  care  contracts  only  as  "limited  benefit"  or 
"disability  insurance"  contracts.  Prior  to  1985,  in  fact,  no  true  long- 
term  care  contracts  —  ones  covering  a  wide  range  of  care  in  a  variety  of 
settings  —  were  offered  for  sale  in  Washington.  Companies  offered  only 
contracts  that  were  fundamentally  for  nursing  home  coverage.  Occasionally, 
a  carrier  would  have  a  policy  with  the  standard  nursing  home  coverage  and  a 
small  amount  of  "home  health  coverage."  True  long-term  care  policies  that 
offered  complete  nursing  home  protection,  including  some  that  offered 
substantial  benefits  for  home  care  or  community-based  services,  did  not  cane 
onto  the  market  until  late  1987  or  early  1988. 

-  more  - 
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With  the  new  I3C  insurance  statute  and  the  new  LIC  regulations  taking  effect 
January  1,  1988,  all  UC  policies  sold  in  the  state  after  that  date  had  to 
comply  with  the  new  requirements .  They  clearly  defined  many  aspects  of 
insurance  benefits  received  outside  of  nursing  hones.  The  new  regulation 
did  not  require  insurance  companies  to  offer  either  nursing  home  coverage  or 
community-based  benefits.  It  only  set  the  standards  for  such  care  if  the 
company  offered  these  coverages  in  an  insurance  policy.  Since  the  inception 
of  the  new  regulation,  18  insurance  companies  have  had  individual  long-term 
care  contracts  approved  by  the  Commissioner's  office,  and  one  group  plan  has 
been  approved.  About  a  dozen  more  companies'  individual  offerings  are  at 
some  stage  of  the  filing  process  in  Washington. 

Under  the  new  state  rules  which  took  effect  this  year,  the  list  of 
requirements  for  individual  ETC  policies  is  quite  extensive,  with  a  few  key 
provisions  that  put  Washington  in  the  forefront  of  tough  regulation.  One  of 
the  greatest  consumer  protection  provisions  in  the  rules  is  the  requirement 
that  all  UIC  policies,  both  individual  and  group,  must  be  guaranteed 
renewable.  This  means  that  as  long  as  the  correct  premium  is  paid  when  due, 
the  company  cannot  terminate  the  policy. 

Another  requirement  far  individual  policies  under  the  new  regulations  is 
that  any  long-term  care  insurance  plan  must  provide  benefits  at  all  levels 
of  care  —  including  skilled  nursing  care,  intermediate  or  custodial  care. 
The  assumption  here  is  that  for  care  to  indeed  be  "long-term, "  benefits  must 
be  provided  for  all  possible  levels  of  in-patient  care. 

Insurance  providers  with  a  policy  that  requires  a  hospital  stay,  such  as 
three  days,  before  their  long-term  care  benefits  begin,  «ust  also  offer  an 
otherwise  identical  policy  without  that  requirement.  This  leaves  the  choice 
of  benefits  up  to  the  consumer.  Some  illnesses  that  affect  the  elderly, 
such  as  Alzheimer's  Disease,  do  not  normally  involve  a  hospital  stay  before 
custodial  care  begins. 
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Another  element  of  the  new  regulations  that  makes  Washington's  rules  unique 
disallows  any  exclusion  in  VTC  insurance  contracts  for  coverage  of  "mental 
and  nervous  disorders,"  which  simply  recognizes  the  fact  that  many  diseases 
affecting  the  body  can  also  affect  a  person's  mental  state.  This  provision 
also  assures  that  Alzheimer's  Disease,  dementia  and  depression  will  be 
covered. 

When  considering  the  purchase  of  long-term  care  insurance,  knowing  the 
admission  requirements,  limits  of  coverage  and  the  exact  benefits  to  be  paid 
out  is  all  important.  With  nearly  every  other  type  of  insurance,  the 
covered  event  happens,  and  then  the  claim  is  presented.  With  LTC  insurance, 
however,  the  person  insured  has  to  know  before  the  claim  is  presented 
exactly  what  must  be  done  to  qualify  for  benefits. 

Cne  of  the  major  goals  of  the  new  rules  was  to  make  the  policies  more 
understandable  and  easier  to  compare.  Disclosure  forms  for  policies  sold 
before  the  new  regulations  took  effect  were  often  confusing  and  misleading, 
obscuring  the  actual  benefits  in  a  tangle  of  fine  print.  Now,  only  one 
disclosure  form  is  allowed,  so  individual  buyers  may  readily  compare  policy 
provisions  and  costs. 

While  all  of  the  regulations  derived  from  the  Long-Term  Care  Act  apply  to 
individual  long-term  care  policies,  the  rules  recognized  that  there  would  be 
"group  policies"  that  would  have  to  be  judged  by  a  different  standard. 
Group  policies  are  required  by  law  to  meet  a  much  higher  "loss-ratio,"  or 
percent  of  the  premium  dollars  paid  in  that  are  returned  to  the  buyer  in 
benefits,  than  are  individual  policies.  Companies  offering  group  policies 
can  afford  this  higher  loss-ratio,  in  part,  because  they  do  not  have  to  pay 
agents,  since  they  deal  directly  with  the  buyer.  Such  plans  are  also  more 
"conservatively  written,"  in  that  their  benefits  are  not  as  comprehensive  as 
those  available  under  individual  plans. 

-  more- 
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Eventually,  group  plans  should  mate  long-term  care  insurance  coverage  more 
affordable  and  more  available,  in  that  they  will  provide  coverage  for  group 
members  with  health  conditions  that  would  cause  then  to  be  turned  down  for 
individual  plans.  Only  one  group  LTC  plan  has  been  approved  for  sale  in 
Washington  so  far,  but  more  are  expected  as  more  experience  is  gained  with 
this  type  of  plan. 

Long-term  care  insurance  continues  to  undergo  considerable  evolutionary 
change,  and  within  a  relatively  few  years,  a  greater  variety  of  choices  in 
long-term  care  products  offered  by  private  insurance  companies  will  confront 
the  consumer.  The  nature  of  much  of  this  evolution  is  likely  to  be  in  the 
direction  of  providing  greater  coverage  far  care  in  the  home,  and  many 
consumers  consider  this  development  one  of  the  most  exciting  features  of  the 
new  generation  of  long-term  care  products.  Nursing  home  confinement  may  be 
used  less  frequently,  and  only  when  necessary,  with  a  shift  towards  home 
health  care  increasing  dramatically  as  policies  providing  it  became  more 
readily  available. 
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Mr.  Bonker.  Thank  you,  Mr.  Commissioner.  Good  luck. 

Now  we  shall  proceed  with  our  last  panel.  You  have  all  been  so 
patient.  But  I  think  everybody  agrees  that  this  has  been  a  valuable 
session. 

Arnold  Livingston,  Michael  Manley,  Kathy  Leitch,  and  Deborah 
Briceland-Betts.  Arnold  Livingston  is  Mr.  Senior  Citizen  in  the 
state,  Congresswoman  Oakar.  And  when  you  flew  up  you  flew  over 
his  town.  It  is  called  Shelton.  It  used  to  be  in  my  district.  It  is  now 
in  Al  Suifts'  district.  And  I  flew  there  last  week  to  make  a  state- 
ment. And  it  was  the  most  beautiful  day  you  can  imagine  in  the 
entire  Northwest,  except  over  the  Shelton  Airport  there  was  a  big 
patch  of  fog  that  made  it  impossible  for  us  to  land.  So  we  had  to  go 
elsewhere  and  then  drive  in. 

But  he  is  past  president  of  the  Senior  Lobby.  And  I  might  add 
that  the  Senior  Lobby  has  been  the  spring  board  for  many  of  the 
progressive  state  initiatives  that  now  have  national  prominence. 
And,  he  is  quite  a  spokesman  for  that  group. 

Michael  Manley  will  testify  as  representative  of  the  State  of 
Washington  area  agencies  on  aging.  We  all  know  about  the  impor- 
tance of  area  agencies. 

Kathy  Leitch  will  be  presenting  testimony  for  the  State  Depart- 
ment of  Social  and  Health  Services.  Deborah  Briceland-Betts  is 
field  coordinator  for  long-term  care  1988,  soon  to  be  1989,  and  will 
testify  concerning  efforts  of  her  national  group. 

Now  I  am  informed  that  you  have  a  plane  to  catch.  Well,  that  is 
the  same  plane  that  Congresswoman  Oakar  is  on  and  it  has  been 
delayed. 

Mr.  Bonker.  But  since  you  have  a  plane  to  catch  we  are  going  to 
let  you  lead  off.  And  our  time  is  running  out.  So  we  are  asking  for 
brevity  at  this  point  so  that  we  can  allow  some  time  for  questions. 

You  may  proceed. 

STATEMENT  OF  DEBORAH  BRICELAND-BETTS,  LONG-TERM  CARE 

1988,  WASHINGTON,  DC 

Ms.  Briceland-Betts.  Thank  you  Congressman  Bonker  and  Con- 
gresswoman Oakar.  My  name  is  Deborah  Briceland-Betts.  I  am  the 
field  coordinator  for  long-term  care  1988  in  Washington,  D.C. 

Ms.  Oakar.  Why  don't  you  use  the  other  mike,  too,  okay? 

Ms.  Briceland-Betts.  Long-term  Care  1988  is  a  nationwide  cam- 
paign designed  to  place  the  critical  issue  of  long-term  care  on  the 
campaign  agenda  of  presidential  and  congressional  candidates. 

Funded  by  the  American  Association  of  Retired  Persons,  the  Alz- 
heimer's Association  and  the  Viller's  Foundation,  Long-Term  Care 
1988  combines  the  efforts  of  more  than  115  national  member  orga- 
nizations representing  a  combined  membership  of  more  than  50 
million  people  nationwide  to  educate  the  public  and  the  candidates 
about  the  importance  of  long-term  care  to  American  families. 

I  am  here  today  to  announce  that  meetings  have  been  held  this 
week  in  Spokane  and  in  Seattle  to  begin  planning  of  long-term  care 
coalitions  in  those  cities  for  Washington  State. 

Groups  such  as  the  Alzheimer's  Association,  AARP,  the  Wash- 
ington Nurses  Association,  in  combination  with  seniors,  consumer 
groups,  community  mental  health,  labor,  religious  organizations, 
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and  those  representing  the  differently  abled,  are  joining  forces  to 
develop  a  long-term  care  campaign  in  Washington  State. 

The  campaign  will  focus  on  urging  House  and  Senate  candidates 
to  talk  about  long-term  as  a  serious  family  issue  in  their  campaign 
speeches,  and  to  commit  to  addressing  the  problem  if  they  are 
elected  to  Congress. 

Long-term  care,  as  we  have  heard,  is  a  family  issue.  Family 
members,  and  not  just  the  aging  members,  are  the  long-term  care 
users.  While  it  can  be  a  grandfather  with  Alzheimer's  disease  it 
may  also  be  a  mother  or  a  father  who  has  suffered  a  crippling 
stroke.  It  can  be  a  worker  who  has  been  disabled  in  the  prime  of 
life  by  an  accident,  or  a  child  with  cerebral  palsy.  Long-term  care 
is  a  family  issue  because  it  if  family  members,  as  we  have  heard, 
who  are  the  caregivers. 

The  majority  of  those,  as  we  have  heard  again,  are  the  daughters 
and  daughters-in-law.  Reports  indicate  that  women  who  are  now  in 
mid-life  will  spend  as  much  time  caring  for  their  parents  as  they 
have  for  their  children. 

Long-term  care  is  a  family  issue  because  it  is  families  who  pay 
for  that  care.  And  it  is  families  who  make  the  sacrifices  to  make 
those  payments. 

Increasingly,  families  are  facing  the  dilemma  of  paying  for  long- 
term  care  for  their  parents  or  college  for  their  children. 

National  polls  indicate  that  some  81  percent  of  the  American 
public  has  experienced  the  need  for  long-term  care  either  in  their 
immediate  families,  through  that  of  a  close  friend,  or  expect  to  face 
a  long-term  care  crisis  within  the  next  5  years. 

The  average  cost  of  nursing  home  care  now  exceeds  $25,000  a 
year.  And  in  some  states  it  is  $35,000  or  more.  Many  families  are 
left  penniless  after  a  short  time  in  the  nursing  home.  Nearly  one- 
half  of  elderly  couples  who  would  find  their  income  reduced  to  pov- 
erty level  after  only  1  year  in  a  nursing  home. 

There  is  almost  no  protection  against  the  cost  of  long-term  care, 
as  we  have  heard,  whether  it  is  institutional  or  in  the  home.  Medi- 
care covers  less  than  2  percent  of  long-term  care  costs,  and  the  re- 
cently enacted  catastrophic  legislation  does  very  little  to  change 
this.  Private  insurance  provides  only  1  to  2  percent  of  the  cost,  and 
only  500,000  long-term  care  policies  have  been  sold  nationwide. 
Consumer  reports  in  May  1988  surveyed  53  policies  and  found  no 
best  buy  or  recommended  policy. 

Medicaid  covers  long-term  nursing  home  care,  but  it  is  a  welfare 
program  that  demands  family  spend  resources  way  down  to  be  eli- 
gible. Even  Medicaid  is  generally  not  available  for  home  care.  Fam- 
ilies cannot  pay  for  this  care.  Ninety  percent  of  the  families  sur- 
veyed nationally  said  that  having  a  family  member  who  needs 
long-term  care  would  be  financially  devastating  to  most  middle- 
income  families. 

In  fact,  4  in  10  families  who  have  already  sought  paid  help  in 
providing  long-term  care  have  had  difficulty  in  paying  for  that 
care. 

What  are  families  to  do?  Some  have  suggested  private  insurance. 
But  the  Consumer's  Report  study,  as  well  as  the  recently  released 
Brookings  Institute  study  that  reveals  that  only  about  one  third  of 
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the  Nation's  elderly  can  afford  private  insurance  at  today's  prices 
would  strongly  suggest  otherwise. 

More  than  6  out  of  7  of  the  nationwide  families  polled  believed 
that  it  is  time  to  consider  a  government  program  similar  to  Social 
Security  or  Medicare  for  long-term  care.  And  those  families  indi- 
cated that  they  would  even  be  willing  to  pay  higher  taxes  to  sup- 
port such  a  program.  Why  is  that  true?  Because  it  is  families  who 
are  in  the  long-term  care  crisis,  and  it  is  families  who  are  paying 
the  price. 

And  those  families  know  that  we  are  paying  a  very  high  price  in 
a  very  inequitable  way.  More  family  members  are  being  forced  to 
quit  their  jobs  to  provide  home  care.  And  families  know  that  we 
are  paying  the  price  through  a  current  welfare  system  that  puts 
them  in  the  position  of  either  being  stigmatized  and  pauperized  in 
order  to  qualify  for  help. 

Thus,  concerned  groups  in  Washington  State,  like  groups  in  more 
than  a  dozen  other  states  already  have — and  Ohio  soon  will — are 
combining  their  efforts  to  ensure  that  Washington  residents  have 
adequate  information  about  the  long-term  care  problem,  and  that 
candidates  for  the  House  and  Senate  publicly  commit  to  protecting 
this  state's  families  from  the  financial  devastation  by  publicly  com- 
mitting to  resolving  the  long-term  care  dilemma. 

The  long-term  care  1988  coalition's  message  to  Washington  resi- 
dents will  clearly  be,  next  time  somebody  tells  you  they  have  your 
vote  ask  them  what  they  are  going  to  do  about  long-term  care. 

Thank  you. 

Ms.  Oakar.  Thank  you  very  much.  Let  me,  since  you  have  to 
leave,  let  me  just  concur  with  something  you  said  when  you  talked 
about  choosing  between  tuition  and  long-term  care. 

I  heard  a  statistic  once  that  said  that  the  average  traditional 
family  where  there  is  a  traditional  couple  has  1.2  children  and  1.2 
parents  living  at  home.  And  it  really  is — and  it  is  great  to  have 
that  sort  of  familial  situation.  But  that  is  a  real  problem. 

So  you  are  going  to  get  political  about  this  issue? 

Ms.  Briceland-Betts.  That  is  right. 

Ms.  Oakar.  Well,  I  think  it  is  great  that  you  are  because  it  is  one 
thing  that  we  should  be  forced  to  address. 

You  may  or  may  not  know  that  some  of  us  felt — and  I  know  Con- 
gressman Bonker  felt  this  way,  otherwise  he  would  not  be  introduc- 
ing a  bill  relevant  to  your  wishes— that  the  catastrophic  bill,  while 
it  certainly  addressed  some  problems,  did  not  go  far  enough. 

And  in  the  bill  there  is  a  commission  set  up  to  come  forward 
with  a  plan  for  long-term  care.  And  they  chose  two  members  from 
the  different  committees  related  to  the  issue. 

And  I  was  delighted  to  see  Congressman  Pepper  chosen  as  one  of 
the  Aging  Committee  members.  It  would  have  been  Congressman 
Bonker,  but  since  he  has  chosen  to  seek  the  Senate— and  he  is  cer- 
tainly a  wonderful  candidate  for  that— I  was  the  other  person  that 
they  chose.  So  I  guess  I  am  on  the  line,  aren't  I? 

Ms.  Briceland-Betts.  That  is  right. 

Ms.  Oakar.  Wait  till  my  people  in  Ohio  find  out. 

But  we  really  do  want  to  address  that.  And  I  have  to  say  that  I 
think  that  is  what  you  should  be  doing.  And  you  ought  not  to  just 
limit  it  to  the  members— both  parties.  But  if  the  House  and  the 
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Senate  got  it,  certainly  address  the  presidential  candidates  on  that. 
They  are  the  ones  that  will  be  setting  policy. 

And  I  really  feel  that  there  is  enough  dialogue  on  that  issue.  And 
it  is  a  critical  issue  that  transcends  ages.  So  I  think  we  are  very, 
very  delighted  to  see  that.  I  guess  you  know  where  Don  Bonker 
stands. 

And  it  would  be  wonderful  if  everyone  felt  the  same  way  he  did. 
But  that  is  not  the  case.  And  it  is  a  difficult  issue  when  you  do  not 
have  the  majority  of  the  members  focused  on  it,  let  alone  thinking 
it  is  a  necessity. 

So  I  want  to  congratulate  you,  and  good  luck.  Go  all  over  the 
country  and  make  us  put  our  feet  to  the  fire. 

Ms.  Briceland-Betts.  Thank  you. 

Mr.  Bonker.  Hope  you  catch  your  plane. 

Ms.  Oakar.  She  just  finished  her  testimony  so  we  are  on  to  the 
others. 

Mr.  Bonker.  Okay.  Thank  you. 

Well,  we  will  go  back  to  the  regular  order  and  begin  with  Arnold 
Livingston. 

STATEMENT  OF  ARNOLD  LIVINGSTON,  WASHINGTON  STATE 

SENIOR  LOBBY 

Mr.  Livingston.  Mr.  Chairman  and  Congresswoman  Oakar.  I 
would  like  to  also  state  that  I  am  a  volunteer.  I  am  also  a  care- 
giver. When  I  drive  90  miles  when  I  leave  here  I  have  an  84-year 
old  gentleman,  I  have  to  check  and  make  sure  he  has  got  his  mail 
because  if  he  has  not  he  is  going  to  be  very  mean. 

I  am  not  going  to  read  all  of  this.  Excuse  me.  I  am  recovering 
from  cataract  surgery,  and  mine  cost  $4,100.  I  want  to  talk  to  the 
doctor  when  I  leave. 

Congresswoman,  I  want  to  pick  up,  highlight  some  things  I  heard 
mentioned  here  that  nobody's  covered. 

You  talked  about  the  elderly,  85  years  and  older.  In  Washington 
State  a  profile  of  the  elderly  population,  the  older  elderly — those  85 
years  of  age  and  older,  we  don't  start  getting  old  till  we  are  80 
now — as  a  group  are  increasing  proportionately  faster  than  any 
other  age  group,  which  you  stated.  This  is  true  all  over  the  United 
States. 

In  Washington  State  the  group  was  increasing  41,476  in  1980  to 
53,110  in  1987.  Mr.  Chairman,  this  is  equivalent  to  the  total  com- 
bined population  of  Columbia,  Ferry,  Garfield,  Lehman,  Lincoln, 
Ponderae,  San  Juan's  Comet,  and  Wakain  County.  That  is  9  coun- 
ties and  2  of  them  are  in  your  district.  Interesting. 

The  biggest  disgrace  in  America  is  the  older  American  women. 
Somebody  just  touched  on  somebody  rich.  I  work  with  both  people, 
rich. 

Lucy  called  Monday.  She  is  92-years  old.  Arnold,  when  is  the 
next  bus  out  of  Shelton  to  Reno — this  is  a  true  story.  Lucy  there 
will  be  a  bus  in  a  week  or  so.  You're  92,  do  you  feel  up  to  it?  Yes,  I 
feel  up  to  it. 

This  is  wonderful.  She  can  afford  it.  This  is  wonderful.  But  also,  I 
received  a  call  from  HUD  subsidized  housing.  There  are  92  women 
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there  living  on  $333,  $400  and  some  dollars  per  month  social  securi- 
ty. That  is  all  they  can  have,  SSI. 

And  two  gentlemen  that  are  always  with  them.  One  gentleman,  I 
have  to  go  get  donuts  at  6  o'clock  tomorrow  night.  And  this  is  very 
important.  I  have  got  to  check  to  make  sure  he  gets  them. 

He  gets  the  donuts  that  are  given  to  him  from  a  donut  shop,  and 
they  bring  them  back  to  the  dayroom  and  they  have  a  party. 

Loneliness  on  the  weekends  for  subsidized  housing  for  seniors  is 
very  bad,  and  it  happens  on  Saturdays  and  Sundays.  So  this  is  a 
great  service.  But  that  is  part  of  my  job.  It  is  rewarding  and  frus- 
trating. 

What  had  happened,  why  this  is  a  disgrace,  at  my  time  a  lot  of 
women  that  are  widowed  now  were  homemakers.  They  could  not  go 
out  to  work.  They  had  to  stay  home.  They  could  not  go  to  work, 
they  had  to  stay  home  and  raise  the  family. 

Unfortunately,  all  their  spouses  did  not  make  big  money,  includ- 
ing myself.  Some  of  us  worked  for  $3,000,  $4,000.  Some  of  them  re- 
tired with  less  than  I  did.  I  am  fortunate  enough. 

So  when  they  passed  away  the  widows  received  the  Social  Securi- 
ty and  they  did  not  have  much  coming  in  the  first  place. 

On  the  other  hand  the  other  widows  received  all  kinds  of  money. 
And  this  is  wonderful  too.  But  these  are  the  people  now  that  are  80 
years  old,  and  these  are  the  people  that  I  have  not  heard  men- 
tioned. And  any  testimony  today  here  that  they  are  the  proudest 
people  on  earth,  they  are  very  proud. 

They  are  not  asking  for  a  lot.  But  we  do  need  a  little  help.  There 
are  some  things  that  I  am  concerned  about.  And  I  am  not  going  to 
read  all  of  this  Don  cause  it  is  getting  tired.  And  I  want  to  state 
the  truth  to  you,  Mr.  Chairman,  there  has  not  been  any  fog  in 
Shelton  since  that  day. 

We  are  concerned  about  nursing  homes.  That  is  the  last  place  we 
want  to  go  and  that  is  the  last  place  I  am  going  to  go. 

I  come  from  the  logging  country  and  the  lumbering  country.  I 
have  people  that  are  my  friends  80  and  90  years  old  and  they  walk 
out  of  the  hospital,  I  am  going  home  to  die.  And  they  do  it. 

Maybe  this  don't  sound  right  to  some  of  you  people  but  that  is 
the  kind  of  country  I  live  in.  My  best  friend  had  a  happy  death.  He 
had  salmon  out  in  Nouche  Canal,  [ph]  He  had  a  massive  heart 
attack.  He  passed  away  in  the  boat. 

His  partner,  my  friend  landed  the  salmon.  Thank  God  that 
salmon  was  42  pounds,  then  I  know  my  good  friend  would  be  happy 
knowing  that  he  had  a  big  one  on. 

One  thing  we  are  concerned  about  nursing  homes,  the  last  place 
I  am  going  to  go  and  anybody  else  wants  to  go.  Nursing  homes  has 
some  very  trained  and  skilled  people— nurses  and  RNs  or  some- 
place. But  it  has  been  called  to  our  attention,  and  I  know  about  it. 
And  I  know  about  it  in  hospitals  up  the  street  here  where  I  have 
been  frequently— I  am  not  a  sick  person  but  I  have  been  there— is 
watching  these  skilled  people  take  all  of  this  time  with  their  paper- 
shuffling  and  paper  work  instead  of  bedtime  care. 

And  something  has  got  to  give.  And  we  hope  you  people  could 
help.  There  have  been  talk  on  the  other  issues.  And  the  most  im- 
portant long-term  care  need  that  seniors  have  is  increased  access 
and  variety  to  in-home  service.  We  all  understand  that. 
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There  is  one  thing,  maybe  the  Federal  Government  needs  to  be  a 
leader  in  developing  new  programs  to  deliver  the  variety  of  the 
service  in  new  ways  to  the  seniors  who  prefer  to  live  at  home, 
maybe. 

But  also  there  must  also  be  an  emphasis  on  taking  care  of  infor- 
mal caregivers  who  are  also  family  and  neighbors,  persons  that  I 
am  helping  with.  We  have  got  a  joint  project  in  1984,  and  no  family 
in  the  state. 

But  we  have  talked  about  respite  care  and  so  forth,  so  that  is 
good.  But  what  we  are  concerned  about,  a  lot  of  people  are  telling 
me  what  we  are  concerned  about  in  this  state  is  that  there  are  a 
lot  of  people  going  into  nursing  homes  with  just  small  disabilities 
that  should  not  be  going  to  nursing  homes. 

We  hope  that  we  can  get  through  to  help  the  state.  We  have  got 
to  turn  this  trend  around.  It  is  critical  when  it  was  personally— the 
person  we  have  all  he  needed  was  meals  and  for  us  to  check  his 
home.  And  we  are  going  to  keep  him  that  way. 

We  overcome  a  great  problem  5  years— this  is  our  eighth  year 
overcoming  a  great  problem.  When  he  was  not  home  bound  he  was 
making  home  brew,  and  then  he  was  home  bound.  Home  brew  got 
too  strong.  That  cured  him  of  that. 

Mr.  Livingston.  I  hope  you  do  not  mind  me  talking  about  the 
real  world. 

Ms.  Oakar.  I  am  learning  a  lot  today,  I  tell  you.  I  am  learning  a 
lot  today. 
Mr.  Livingston.  Congresswoman  Oakar. 
Ms.  Oakar.  Yes,  sir. 

Mr.  Livingston.  And  the  Chairman  there— I  probably  should  not 
say  that,  knowing  quite  a  while  there  are  probably  in  my  county 
more  trees  than  there  are  people.  The  place  he  was  fogged  in  with 
we  have  only  had  two  Congressmen  land  there  in  the  last  10  years, 
Congressman  Swift  and  Mr.  Balga.  Congressman  Balga  has  not 
made  it  yet. 
Ms.  Oakar.  So  he  brought  you  here. 

Mr.  Livingston.  Yes.  I  am  going  to  conclude.  I  had  better  shut 
up.  But  I  want  to  conclude.  The  Commission  who  I  have  great  re- 
spect for,  and  I  have  worked  with  the  Commissioner,  insurance 
commissioner,  and  Dave  Walker  works  with  the  seniors  out  in  the 
insurance  commissioner's  office. 

But  we  are  talking  about  long-term  care  insurance.  And  I  am  not 
low  income,  I  am  not  rich.  And  shortly,  if  I  keep  going  down  to  leg- 
islative sessions  I  will  be  low  income. 

Long-term  care  insurance,  and  Dave  Walker  noted,  if  any  of  us 
got  up  enough  money  to  buy  these  long-term  care  insurances  we  do 
not  even  need  them.  We  pay  the  bill.  We  do  not  need  those  long- 
term  care— it  is  just  that  simple.  You  have  got  that  much  money 
you  do  not  need  them. 

And  the  idea  is  the  market  for  the  younger  people— when  I  was 
that  age  I  did  not  even  know  I  was  going  to  be  74. 

I  still  do  not  believe  it.  And  I  am  happy,  though,  because  I  am 
not  old  till  I  am  80.  Thank  you,  Mr.  Chairman. 
[The  prepared  statement  of  Mr.  Livingston  follows:] 


103 

Testimony  From  The  Senior  Citizen  Lobby 
By  Arnold  Livingston 


Thank  you  for  the  opportunity  to  testify  with  regard  to  the  issues  that 
are  most  important  to  the  senior  citizens  of  the  state  of  Washington  and 
of  the  United  States.  The  issues  of  long-term  care  are  near  and  dear  to 
the  hearts  of  all  of  us  as  we  grow  older  and  are  faced  with  the  need  for 
medical  assistance  and  for  help  with  everyday  living  tasks.  Long-term 
care  requires  attention  to  the  quality  of  nursing  home  care  and  also  a  lot 
of  attention  in  the  area  of  in-home  services. 

To  improve  the  quality  of  nursing  home  care,  emphasis  must  be  placed  upon 
interactions  between  community  members  and  nursing  home  residents  and 
staff.  This  could  be  improved  by  strengthening  resident-counsels,  and 
examining  policies  in  the  nursing  home  that  do  not  encourage  volunteers  to 
enter  and  to  visit  the  residents  in  the  nursing  home.  Most  importantly,  the 
federal  government  should  examine  the  policies  that  require  skilled  hospital 
and  nursing  home  staff,  particularly  nurses,  to  spend  the  majority  of  their 
time  dealing  with  paperwork  as  opposed  to  taking  care  of  people.  It  is  a 
crime  that  such  skilled  persons  spend  more  time  with  paper  than  with  people. 
The  federal  government  has  got  to  step  in  and  stop  that  paper  trail  treadmill 
We  need  more  bedside  care  not  paper-shufflers! 

The  most  important  long-term  care  need  that  seniors  have  is  to  increase 
access  and  variety  to  in-home  services.  Unfortunately,  in-home  services 
are  very  limited  focus  upon  providing  assistance  to  those  persons  who 


104 


qualify  for  assistance  due  to  medical  disabilities.  The  federal  government 
needs  to  be  a  leader  in  developing  new  programs  to  deliver  a  variety  of 
services  and  new  ways  to  deliver  services  to  the  many  seniors  who  prefer 
to  live  at  home  and  need  help  to  do  that.  Most  of  those  people  have  minor 
disabilities.  The  state  needs  help  in  promoting  in-home  services  which  would 
include  designing  a  way  to  fund  assisted  living  units,  adult  family  homes, 
and  chore  services.  There  must  also  be  an  emphasis  on  taking  care  of  the 
"informal"  caregivers,  who  are  most  often  family  and  neighbors.  A  solid 
respite  program  would  support  the  high  volume  of  volunteer  support  that  is 
being  used  to  keep  seniors  living  independently  in  their  homes.  We  need 
to  increase  respite  programs  and  to  develop  comprehensive  social  and  adult 
day  health  programs  for  those  seniors  who  are  being  cared  for  by  volunteers. 
Volunteers  have  a  tough  job  and  need  our  help. 

Seniors  want  to  stay  at  home.  If  they  cannot  do  that,  they  prefer  to  be 
in  assisted  living  arrangements  with  individual  units  and  some  assistance 
with  chores.  It  is  also  necessary  to  have  skilled  nursing  care  available 
in  that  individual  living  unit.  Some  seniors  are  willing  to  go  to  other 
homes  to  live  with  three  or  four  other  seniors.  The  lucky  few  who  can 
will  move  in  with  relatives.  The  relatives  will  then  need  help  to  continue 
to  give  long-term  care  to  their  loved  ones.  The  last  resort  is  to  go  into 
a  nursing  home.  Seniors  understand  that  nursing  homes  are  sometimes  the 
most  appropriate  care  facility.  However,  currently,  seniors  are  placed  in 
nursing  home's  because  there  are  no  other  options  which  will  allow  them  to 
stay  in  a  more  informal,  less  institutionalized  setting.  States  need 
help  in  reversing  the  trend  that  favors  institutional  care. 
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In  the  past,  nursing  homes  have  been  viewed  as  the  best  option  for  all 
seniors.  That  simply  is  not  true.  We  need  the  federal  government  to  be  a 
leader;  to  create  legislation  that  will  help  states'  transition  to  a  system 
that  promotes  in-home  care  and  home-style  assisted  living  arrangements. 
Seniors  know  that  It  will  cost  money  to  make  this  transition  and  to  offer 
new  opportunities.  They  are  willing  to  help  when  possible,  but  we  must 
have  help  shifting  the  medical  and  nursing  home  model  to  an  at-home  and 
service  oriented  model. 

Simply  put,  seniors  need  assistance  with  more  than  simply  medical  needs. 
They  need  to  have  available  congregate  nutrition  meal  sites,  caregiver 
respite,  social  day  care,  chore  services,  home-delivered  meals,  adult  day 
health,  adult  family  homes,  congregate  care  facilities,  continuing  care 
retirement  communities,  and  nursing  homes.  It  1s  only  with  a  continuum  of 
care  that  each  senior  will  be  able  to  receive  the  assistance  that  they 
require  in  order  to  remain  independent  and  contributing  to  their  community. 
Quality  is  important  In  all  of  these  programs.  We  need  your  help  in  assisting 
the  design  of  a  delivery  system  that  will  include  these  services  and  assure 
that  the  quality  of  the  services  provided  will  enhance  the  opportunity  for 
seniors  to  remain  Independent  at  long  as  1s  possible  and  appropriate. 
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Mr.  Bonker.  Thank  you,  Arnold. 

Are  you  responsible  for  these? 

Mr.  Livingston.  No,  there  is  a  couple  of  gentlemen  back  there, 
good  friends  of  mine,  though. 

Mr.  Bonker.  Okay.  I  see  they  have  a  labor  button  on  it. 

Mr.  Livingston.  Yes. 

Mr.  Bonker.  We  have  two  remaining  witnesses,  and  we  are  going 
to  wrap  up  this  panel  and  the  hearing  today.  Michael  Manley  is 
going  to  tell  us  about  how  area  agencies  get  involved  in  long-term 
care  services  and  then  Kathy  Leitch  is  going  to  tell  us  what  the 
state  is  up  to,  I  hope. 

Michael. 

STATEMENT  OF  MICHAEL  MANLEY,  WASHINGTON  ASSOCIATION 
OF  AREA  AGENCIES  ON  AGING,  WASHINGTON  STATE 

Mr.  Manley.  Good  afternoon.  My  name  is  Mike  Manley.  I  repre- 
sent the  Washington  State  Association  of  Area  Agencies  on  Aging, 
sometimes  called  Tripple  As,  which  consist  of  the  13  Triple  As  in 
the  state. 

I  will  address  3  issues.  First  I  will  briefly  discuss  the  current  pro- 
jected needs  for  long-term  care  services.  Second,  I  will  highlight 
some  of  the  problems  in  the  long-term  care  system  which  can  be 
addressed  at  the  federal  level.  And  third,  I  will  offer  some  sugges- 
tions for  mitigating  some  of  the  problems  we  now  face,  or  will  soon 
face. 

Washington  State,  like  the  rest  of  the  Nation,  is  graying.  The 
older  population,  particularly  those  people  aged  85  and  over  will  in- 
crease 3  times  as  fast  as  the  general  population  of  the  rest  of  the 
century. 

Persons  age  85  and  over  often  experience  illness  or  injury  which 
results  in  permanent  disability.  Their  ability  to  perform  basic 
living  tasks  become  impaired. 

They  often  will  require  long-term  care  services.  Other  testimony 
presented  to  you  contains  detailed  analysis  of  these  needs  so  I  will 
not  dwell  on  this  subject. 

Suffice  it  to  say  that  the  needs  are  great  now  but  we  ain't  seen 
nothing  yet. 

A  primary  problem  we  face  in  addressing  these  needs  is  one  of 
balance.  Our  long-term  care  system  is  heavily  biased  toward  one 
form  of  long-term  care  nursing  homes. 

A  primary  source  of  this  imbalance  is  the  federal  Medicaid  pro- 
gram. The  imbalance  occurs  because  Medicaid  funds  financing 
nursing  home  care  are  far  more  accessible  than  are  Medicaid  or 
other  federal  funds  to  finance  in-home  and  community  based  serv- 
ices. 

Nursing  homes  are  a  valid  means  for  serving  persons  who  re- 
quire around  the  clock  nursing  care.  Nursing  homes  are  also  the 
most  expensive  form  of  long-term  care. 

Homemaker  services  personal  care  meals  on  wheels,  home  health 
and  other  forms  of  long-term  care  may  cost  a  fraction  of  what  we 
pay  for  nursing  home  care. 
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It  only  makes  sense,  therefore,  to  rely  on  these  less  expensive 
services  or  forms  of  long-term  care  when  they  address  the  needs  of 
the  disabled  older  person. 

Less  expensive  and  therefore  more  desirable  forms  of  long-term 
care  are  not  available  to  many  disabled  older  persons  due  to  a  lack 
of  adequate  federal  financial  support. 

We  lack  sufficient  respite  care,  personal  care,  home  health  serv- 
ices, and  other  community  based  volunteer  care  services. 

Because  these  services  are  not  available,  disabled  older  persons 
whose  needs  would  be  met  by  these  services  often  must  chose  the 
nursing  home  option  because  federal  funds  make  this  option  read- 
ily available. 

The  Washington  State  Association  of  Area  Agencies  on  Aging  is 
working  for  an  imbalance  long-term  care  system.  While  maintain- 
ing high  quality  nursing  home  services  for  those  who  need  that 
level  of  care,  we  recommend  that,  one,  Federal  long-term  care 
funds,  especially  Medicaid,  be  available  for  services  which  address 
the  specific  needs  of  disabled  older  persons. 

Current  Medicaid  rules  which  target  federal  funds  to  medical 
services  only,  and  to  very  low  income  persons  only,  force  us  to  use 
long-term  care  services  which  are  costlier  than  necessary,  both  to 
private  citizens  and  the  public  sector. 

These  Medicaid  rules  should  be  amended.  I  might  add  that  the 
COPES  program  is  a  small  but  important  step  in  the  right  direc- 
tion. 

The  second  recommendation  is  that  all  persons  seeking  extensive 
long-term  care  services  should  receive  an  assessment  by  an  inde- 
pendent case  management  program.  The  purpose  of  this  assess- 
ment should  be  to  identify  the  specific  long-term  care  needs  of  the 
individual,  and  to  tailor  a  service  plan  which  deals  with  those 
needs. 

We  would  refer  you  to  a  report  entitled  "Federal  Long-term  Care 
Reform,"  a  proposal  by  the  National  Association  of  State  Units  on 
Aging  which  describes  proposals  similar  to  ours  in  greater  detail. 

In  conclusion,  demands  on  federal  support  for  long-term  care 
services  will  increase  rapidly.  Older  persons  desired  to  maintain 
maximum  independence.  By  supporting  a  balanced  array  of  long- 
term  care  services  we  can  meet  this  expanding  need  and  enhance 
the  independence  of  this  Nation's  elder  citizens. 

Thank  you  very  much. 

Mr.  Bonker.  Thank  you,  Michael.  Kathy. 

STATEMENT  OF  KATHY  LEITCH,  DIRECTOR,  PLANNING  AND  PRO- 
GRAM DEVELOPMENT,  AGING  AND  ADULT  SERVICES  ADMINIS- 
TRATION, DEPARTMENT  OF  SOCIAL  AND  HEALTH  SERVICES, 
WASHINGTON  STATE,  SEATTLE,  WA 

Ms.  Leitch.  Hi,  I  am  Kathy  Leitch.  I  am  the  Director  of  Plan- 
ning and  Program  Development  Services  in  the  State  of  Washing- 
ton Aging  and  Adult  Services  Administration. 

We  are  the  designated  state  unit  on  aging  under  the  Older  Amer- 
icans Act,  and  we  are  also  part  of  the  Department  of  Social  and 
Health  services. 
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I  will  not  go  through  this  whole  testimony  since  we  are  over- 
time. But  I  just  want  to  say  Washington  State,  like  many  other 
states  in  the  Nation  has  been  forced  to  develop  a  number  of  home 
and  community  based  services  to  address  the  long-term  care  needs 
of  older  persons  as  well  as  physically  disabled. 

And  we  are  doing  this  because  there  is  a  lack  of  a  federal  policy 
legislation  that  expands  home  care  services  at  this  time. 

We  are  very  encouraged  to  see  that  you  are  proposing  a  bill,  Con- 
gressman Bonker,  as  well  as  the  other  congressional  efforts  in  this 
area. 

We  have  been  recognized  for  a  number  of  years  as  the  leader  in 
effort  to  expand  home  and  community  based  services.  And  I  would 
like  to  go  over  a  few  of  the  things  that  I  have  done. 

We  have  consolidated  the  administration  of  a  large  majority  of 
the  long-term  care  programs  under  one  single  assistant  secretary, 
Charles  Reed.  So  we  are  now  managing  community  services  such 
as  CHORE,  COPES,  Adult  Family  Home,  congregate  care,  as  well 
as  the  nursing  home  program. 

Mr.  Bonker.  Would  you  go  through  each  of  those?  First  of  all, 
CHORE? 

Ms.  Leitch.  The  CHORE  program  provides  some  household  as- 
sistance and  personal  care  tasks  to  people  in  their  home. 

Mr.  Bonker.  Is  that  for  senior  citizens? 

Ms.  Leitch.  It  is  for  people  over  18.  Most  of  the  people  who  re- 
ceive the  services  are  over  60.  But  it  is  for  people  over  18  as  well. 

Mr.  Bonker.  Over  18,  disabled? 

Ms.  Leitch.  Physically  disabled,  right,  and  developmentally  dis- 
abled. 

Mr.  Bonker.  Okay.  So  you  have  a  screening  process  so  that — I 
mean  sayl  would  like  to  have  somebody  come  in  and  do  chore  serv- 
ices at  my  house — you  have  to  have  a  screening  program? 

Ms.  Leitch.  Yes,  you  do.  You  have  to  have  an  assessment  before 
you  receive  chore  services,  and  it  is  also  for  low  income.  So  the  as- 
sessment includes  a  financial  eligibility  screen  as  well. 

And  it  is  a  program  that  is  funded  mainly  with  state  funds. 

Mr.  Bonker.  So  is  it  mostly  for  disabled  persons? 

Ms.  Leitch.  It  is  for  older  people  as  well  as  disabled. 

Mr.  Bonker.  Disabled,  but  I  mean  if  you  are  age  35  then  you 
should  qualify  as  disabled  before  you  receive  any  funding — any 
services? 

Ms.  Leitch.  You  would  have  to  demonstrate  a  need  for  the  serv- 
ice, that  is  true. 

Mr.  Bonker.  Well,  I  mean  anybody  can  demonstrate  a  need  for  a 
chore  service. 

Ms.  Leitch.  Well,  it  is  more  than  just  the  fact  that  you  want  it.  I 
mean  you  have  to  have  a  disability.  You  do  not  have  to  be  declared 
like  social  service — a  social  security  disability  recipient.  But  you 
would  have  to  have  a  disability  and  not  be  able  to  perform  activi- 
ties of  a  daily  living. 

A  lot  of  people  we  serve  have  multiple  sclerosis,  or  have  some 
other  type  of  disease. 

Mr.  Bonker.  You  would  have  to  have  a  disability. 

Ms.  Leitch.  Right. 

Mr.  Bonker.  And  then  what  is  the  second  one? 
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Ms.  Leitch.  The  COPES  program  which  you  are  familiar  with, 
which  is  a  waiver  to  the  Title  XIX  program  that  allows  us  to  pro- 
vide chore  like  services  as  well  as  services  in  adult  family  homes 
and  congregate  care  in  lieu  of  nursing  home  care. 

Mr.  Bonker.  What  is  the  typical  service  that  is  under  COPES? 

Ms.  Leitch.  There  may  be  a  live-in  attendant.  They  may  have 
some  home  health  needs.  They  may  also  receive  some  service  in 
adult  day  care  programs. 

Mr.  Bonker.  That  is  pretty  flexible. 

Ms.  Leitch.  It  is  pretty  flexible  but  we  do  have  to  keep  under  a 
certain  cap  because  of  the  waiver,  90  percent  of  the  cost  of  nursing 
home  care. 

Mr.  Bonker.  You  are  talking  about  Medicaid. 

Ms.  Leitch.  Medicaid,  yes. 

Mr.  Bonker.  The  waiver  is  to  allow  Medicaid  funds  to  be  used — 

Ms.  Leitch.  Right. 

Mr.  Bonker.  — for  poor  folks.  Medicaid  is  the  low-income,  so  we 
are  talking  about  low  income? 

Ms.  Leitch.  Right. 

Mr.  Bonker.  Low-income  seniors  or  just  low  income? 

Ms.  Leitch.  It  can  be  people  who  are  over  18  again.  But  most  of 
the  people  we  are  serving  in  the  program  are  seniors. 

Mr.  Bonker.  Okay.  What  is  another  one? 

Ms.  Leitch.  Adult  family  home  in  the  state  is  state  funded.  And 
they  are,  as  the  title  says,  private  homes,  people  who  are  taking  in 
people  who  cannot  live  alone  anymore;  they  need  some  supervision, 
some  assistance  with  activities  of  daily  living. 

They  are  low  income.  We  license  adult  family  homes  for  private 
pay  as  well.  But  the  state  paid  for  people  are  low  income  and  are 
in  need  of  assistance. 

A  home  can  take  up  to  4  people  if  they  have  the  space  available. 

Mr.  Bonker.  What  else? 

Ms.  Leitch.  And  congregate  care,  which  is  licensed  as  a  boarding 
home  in  this  state.  It  is  a  larger  facility  that  also  provides  help  to 
people  who  need  supervision  and  activities  of  daily  living. 

Mr.  Bonker.  So  what  the  legislature  did  was  to  consolidate,  to 
bring  all  these  programs  into  one  administrative  unit? 

Ms.  Leitch.  Yes.  Actually  the  Department  of  Social  and  Health 
Services  in  a  reorganization  did  it  themselves,  and  consolidated 
these  things  into — 

Mr.  Bonker.  So  it  was  not  a  legislative- 
Ms.  Leitch.  No  it  was  not. 

Mr.  Bonker.  It  was  done  administratively. 

Ms.  Leitch.  Right. 

Mr.  Bonker.  All  under  one  umbrella.  But  they  all  maintained 
their  identity  and  their  funding  source? 

Ms.  Leitch.  The  state  programs  all  come  under  the  long-term 
care  budget,  and  they  do  have  appropriations  for  the  different  pro- 
grams. 

Mr.  Bonker.  What  is  the  annual  budget  in  long-term  health 

care? 

Ms.  Leitch.  Well,  in  terms  of  state  general  funds  we  are  spend- 
ing about  $98  million  in  the  community  programs,  the  match  for 


110 

the  COPES  program,  the  CHORE  program,  the  adult  family  home 
and  the  congregate  care. 

And  the  nursing  home  budget  is  over  $400  million. 

Mr.  Bonker.  So  tell  me  about  the  nursing  home  program. 

Ms.  Leitch.  Well,  it  is  funded  through  the  Medicaid  program. 

Mr.  Bonker.  Oh,  you  are  talking  about  Medicaid. 

Ms.  Leitch.  Right. 

Mr.  Bonker.  Okay.  So  Washington  State  has  moved  in  the  direc- 
tion of  the  comprehensive  home  health  care  system  that  we  have 
been  talking  about. 

So  by  taking  these  separate  programs  that  have  been  established 
by  the  legislature  over  the  years,  you  have  now  administratively 
consolidated  them? 

Ms.  Leitch.  That  is  true. 

Mr.  Bonker.  So  that  you  could  have  some  unity  in  the  adminis- 
tration of  the  program,  in  supervision,  and  so  forth. 

And  the  federal  funds  involved  so  far  are,  number  1,  the  waiver 
you  get  for  COPES,  and  then  whatever  nursing  home  Medicaid 
money  is  involved. 

Ms.  Leitch.  Right. 

Mr.  Bonker.  Any  other  federal  funds? 

Ms.  Leitch.  Those  are  our  major  sources  of  federal  funds.  As 
Representative  Braddock  mentioned,  we  are  not  a  state  at  this 
point  in  time  that  is  taking  advantage  of  the  Title  19  personal  care 
program. 

Mr.  Bonker.  Why? 

Ms.  Leitch.  We  just  have  traditionally  been  using  the  CHORE 
services  program  that  the  state  legislature  funds.  And  the  legisla- 
ture is  seriously  looking  at  this  in  the  interim.  And  they  may  be 
proposing  this  in  the  next  session. 

Mr.  Bonker.  I  cannot  imagine  no  one  not  taking  advantage  of 
federal  funds.  Are  there  any  other  federal  funds? 

Ms.  Leitch.  Those  are  the  major  ones. 

Mr.  Bonker.  All  this  is  under  Charles  Reid? 

Ms.  Leitch.  Right. 

Mr.  Bonker.  Where  is  Mr.  Reid  today? 

Ms.  Leitch.  He  is  on  vacation  out  of  state,  so  I  am  filling  in. 

Mr.  Bonker.  Okay. 

Ms.  Leitch.  Besides  these  we  have  also  been  working  on  trying  to 
assist  and  train  family  caregivers  by  having  conferences  and  devel- 
oping educational  materials. 

We  are  also  funding  three  respite  projects  in  the  state,  which  you 
also  mentioned  in  your  bill.  One  of  them  is  in  southwest  Washing- 
ton, part  of  your  district.  The  other  one  takes  place  in  Whatcom 
Island,  San  Juan  and  Skagit  County,  and  another  one  in  the  east- 
ern part  of  the  state  in  Spokane. 

And  these  projects  are  provided  in  relief  to  caregivers  who  our 
studies  show  have  been  providing  care  to  people  for  way  over  three 
year  before  they  have  been  really  asking  for  any  assistance  from 
anybody. 

And  we  would  like  to  see  this  expanded. 

Mr.  Bonker.  Did  you  look  at  the  respite  care  program  in  the  cat- 
astrophic health  care  bill  we  just  passed? 
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Ms.  Leitch.  I  noticed  that  they  do  have  a  small  respite  benefit. 
You  would  have  to  expend  some  out  of  pocket  expense  before  you 
are  eligible  for  it. 

Mr.  Bonker.  That  is  intended  to  give  the  state  a  respite  from  its 
exhausted  funding  of  these  programs. 

Ms.  Leitch.  Right. 

Ms.  Leitch.  Area  agencies  and  our  state  have  established  one  or 
more  senior  information  and  assistance  programs  which  are  help- 
ing facilitate  access  to  older  persons  and  their  caregivers  to  let 
them  know  about  what  the  available  services  are. 

We  do  provide  individual  assessment,  care  planning  and  case 
management  for  vulnerable  clients  that  are  eligible  for  nursing 
home  placement  but  would  like  to  remain  at  home  with  some  sup- 
port services. 

We  also  have  a  state  funded  Senior  Citizens  Services  Act  which 
provides  money  to  area  agencies  to  help  supplement  the  kinds  of 
programs  that  are  available  through  the  state  funds  and  the  Medic- 
aid programs. 

But  even  with  these  kinds  of  things  the  State  of  Washington,  as 
Representative  Braddock  had  mentioned,  had  to  not  have  much 
case  load  growth  in  our  home  and  community  based  programs. 

And  our  experience  is  typical  of  a  lot  of  states.  We  are  faced  with 
the  institutional  bias  that  pays  for  nursing  home  care  because  of 
the  Medicaid  entitlement.  And  we  are  finding  it  difficult  to  gener- 
ate revenues  that  would  provide  services  for  the  elderly  and  dis- 
abled in  their  homes  in  those  places  that  they  prefer. 

I  provided  with  my  testimony  the  National  Association  of  State 
Units  on  Aging  proposal  for  long-term  care  reform.  And  Charles 
Reid  is  a  member  of  the  Board.  They  have  been  working  on  this 
proposal  and  have  released  it  just  in  the  last  month. 

It  has  some  basic  premises  that  I  see  that  you  have  also  followed 
in  your  bill.  It  is  a  federal— it  calls  for  a  federal  social  insurance 
program  that  should  be  the  basis  of  long-term  care  financing. 

They  would  like  to  see  universal  benefits  for  older  persons  so 
that  there  is  a  predictable  uniform  long-term  care  benefit. 

The  funding  for  the  program  would  be  generated  from  3  sources: 
lifting  the  $45,000  cap  on  income  subject  to  the  social  security  pay- 
roll tax,  means  tested  beneficiary  premiums,  and  consumer  co-pay- 
ments. 

We  would  like  to  see  the  administration  of  the  program  be  the 
responsibility  of  the  states.  And  we  would  like  to  see  the  day-to-day 
management  of  the  benefits  be  done  at  the  local  level  so  that  the 
services  can  be  designed  most  flexibly  to  meet  the  people's  needs. 
The  first  federal  dollar  of  the  program  should  be  for  home  com- 
munity care  to  overcome  the  bias  in  the  current  federal  financing 

mechanism. 

And  I  notice  in  your  bill  that  you  also  emphasize  that. 

We  would  like  to  see  the  services  and  standards  for  the  programs 
be  family  oriented  and  biased  towards  the  least  restrictive  home 
community  based  system. 

We  would  like  to  see  the  eligibility  for  the  benefits  be  based  on 
functional  capacity,  functional  ability,  not  medical  diagnosis  or 
physician  prescription. 
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ui^e«7ere  encouraSed  that  Congress  did  consider  Claude  Pepper's 
bill.  We  are  also  encouraged  that  you  are  submitting  a  bill,  and 
that  other  Congress  people  are  considering  them. 

The  efforts  of  the  American  Association  of  Retired  Persons  in  the 
1988  presidential  campaign  should  also  have  quite  a  benefit  in 
bringing  long-term  care  to  the  public. 

And  we  are  really  looking  forward  to  seeing  some  congressional 
action  in  1989. 
Mr.  Bonker.  So  are  we. 
[The  prepared  statement  of  Ms.  Leitch  follows:] 
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The  Public  Policy  Challenge  of  Long-Term  Care 

Long-Term  Care  is  an  issue  of  growing  concern  to  virtually  every  family  in 
America.  Earlier  in  our  history  hard  physical  labor  and  infectious  diseases 
took  their  toll  on  life  expectancy.  Few  of  our  ancestors  lived  long  enough 
to  confront  the  chronic  illnesses  which  are  so  common  today. 

But  times  have  changed.  Here  in  Washington  State,  over  the  next  ten  years, 
we  expect  a  46  percent  increase  in  the  population  reaching  age  85.  By  the 
turn  of  the  century  these  elder  citizens  will  number  more  than  80,000.  We 
will  have  nearly  300,000  persons  over  age  75. 

These  older  segments  of  the  senior  population  are  the  ones  most  likely  to 
need  care  and  assistance  due  to  chronic  illness  or  disability.  While 
family  members  and  friends  continue  to  provide  most  of  this  help,  there  is 
a  growing  recognition  that  these  efforts  alone  will  not  be  sufficient. 
Public  sector  programs  must  be  improved. 

Our  aging  society  is  paying  closer  attention  these  days  to  the  critical 
issues  related  to  long-term  care.  The  conclusion  is  inescapable.  We  have 
no  coherent  national  policy  for  delivering  and  financing  needed  services. 

The  inadequacies  of  the  long-term  care  system  are  rooted  in  the  philosophy 
and  benefit  structure  of  the  Medicare  and  Medicaid  programs.  Medicare 
covers  hospital  and  physician  services  primarily,  separating  and  ignoring 
the  important  long-term  care  needs  of  older  persons. 

Medicaid  will  pay  for  long-term  care,  but  the  benefits  are  limited  almost 
exclusively  to  nursing  home  services.  Furthermore,  Medicaid  coverage  is 
available  only  for  low  income  persons  who  have  exhausted  their  assets. 

The  personal  risks  associated  with  needing  long-term  care  are  substantial: 
likely  separation  from  home  and  familiar  persons,  the  inevitability  of 
pauperization,  the  possibility  of  inadequate  services  or  poor  quality  of  care. 

These  issues  are  appearing  more  frequently  in  our  news  media  because  they 
are  becoming  the  common  experience  of  American  families.  Business  leaders 
are  discovering  the  important  impact  of  elder  care  concerns  on  the  morale 
and  productivity  of  employees  in  the  work  place.  Senior  advocates,  experts 
in  the  field  and  public  officials  are  responding  with  a  variety  of  proposals 
to  reform  the  long-term  care  system. 

Washington  State's  Experience  in  Long-Term  Care 

Before  presenting  my  own  recommendations  on  national  policy,  I  think  it 
will  be  helpful  to  you  if  I  summarize  Washington  State's  experience  in 
long-term  care. 
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In  the  absence  of  strong  federal  leadership  the  states,  in  recent  years, 
have  been  the  laboratories  for  program  development  and  innovation  in  long- 
term  care.  Washington  State  is  recognized  as  one  of  the  leaders  in  this 
effort.  Let  me  briefly  mention  a  few  examples: 

o  Washington  State  has  consolidated  the  administration  of  all  long-term 
care  programs  under  a  single  Assistant  Secretary. 

o  We  have  a  program  for  training  and  assisting  family  caregivers. 

o  We  have  a  strong  network  of  Area  Agencies  on  Aging  (most  operated  by 
county  government)  which  enables  us  to  plan  programs  and  target  resources 
in  a  manner  responsive  to  local  community  needs. 

o  Each  of  our  Area  Agencies  has  established  one  or  more  Senior  Information 
and  Assistance  programs  which  facilitate  access  to  all  available 
services. 

o  We  provide  individual  assessment,  care  planning  and  case  management 
for  vulnerable  clients  eligible  for  nursing  home  placement,  who  would 
like  to  remain  at  home  with  support  services. 

o  Washington's  long-term  care  system  includes  a  variety  of  home  care 
and  community  services  as  well  as  nursing  home  care. 

o  Washington  State  has  a  Senior  Citizens  Services  Act  which  provides 
funding  to  supplement  Medicaid  and  Older  Americans  Act  resources  for 
long-term  care. 

Despite  our  considerable  progress,  I  must  report  to  you  that  Washington 
State  is  unable  to  keep  up  with  the  growing  need  for  long-term  care  services. 
Unfortunately,  our  experience  is  typical  of  most  other  states.  Our  long- 
term  care  system  is  fundamentally  biased  toward  nursing  home  services 
because  of  the  federal  Medicaid  entitlement.  The  nursing  home  budget  is 
so  large  and  rapidly  growing  that  it  threatens  to  crowd  out  funding  for 
discretionary  home  care  and  community  services  which  older  people  and 
their  families  prefer. 

In  the  last  couple  of  years  state  budget  limitations  have  precluded  case- 
load growth  in  all  the  discretionary  programs  which  are  financed  primarily 
with  state  resources.  Unless  something  changes,  we  will  end  up  with  many 
more  nursing  homes  than  we  may  need  and  very  little  else  in  long-term  care. 

All  across  the  country  states  are  resisting  this  trend.  We  are  conducting 
policy  studies,  promoting  innovative  programs  and  exploring  new  financing 
strategies  for  long-term  care.  We  want  to  maintain  and  expand  home  care 
and  community  services.  These  are  the  services  our  older  people  want  and 
we  believe  they  can  be  very  cost  effective  in  a  well  managed  system. 

The  bottom  line  is  that  states  don't  have  the  resources  to  solve  this  problem 
alone.  We  need  greater  and  much  more  flexible  federal  assistance. 

-  2  - 
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Recommendations  For  a  National  Policy  on  Long-Term  Care 

The  Brookings  Institutic  recently  reported  on  a  major  study  of  long-term 
care  financing.  The  contusion  was  that  private  sector  initiatives,  including 
private  long-term  care  ir  urance,  would  play  an  important  but  secondary 
role  in  shaping  the  long  erm  care  system  of  the  future.  The  Brookings 
Report  emphasized  the  pa,  amount  need  to  develop  a  new  and  more  comprehensive 
public  long-term  care  system. 

The  recommendations  which  I  will  make  reflect  the  sense  of  urgency  which  is 
growing  at  the  state  level  across  the  country.   I  present  for  your  considera- 
tion a  set  of  principles  for  long-term  care  reform  which  have  been  developed 
by  the  National  Association  of  State  Units  on  Aging  (NASUA). 

NASUA  is  comprised  of  the  State  Administrators  responsible  for  operating 
this  country's  aging  and  long-term  care  programs.  These  are  people  who 
understand  the  strengths  and  weaknesses  of  the  current  system. 

Charles  Reed,  for  whom  I  work  here  in  Washington  State,  is  past  president 
of  the  NASUA  organization.  Charley  is  well  known  as  a  national  leader  in 
the  field  of  long-term  care  policy.  He  and  his  colleagues  have  proposed  a 
policy  framework  which  is  both  responsive  to  the  need  and  practical. 

I  will  summarize  the  basio  principles  here.  The  complete  proposal  is 
included  with  my  written  statement. 

o  In  the  face  of  the  rapidly  growing  population  of  older  people,  especially 
the  very  old,  a  federal  social  insurance  program  must  be  the  basis  of 
long-term  care  financing. 

o  The  program  should  provide  universal  benefits  for  older  persons,  with 
a  predictable,  unifom  long-term  care  benefit. 

o  Funds  to  support  this  program  should  be  generated  from  three  major 

sources:  lifting  the  $45,000  cap  on  income  subject  to  the  payroll 

tax,  means  tested  beneficiary  premiums  and  point-of-service  consumer 
co-payments. 

o  Administration  of  the  program  should  be  primarily  the  responsibility 
of  the  states,  the  governmental  level  with  the  most  experience  in 
this  area. 

o  Day-to-day  management  of  benefits  should  be  locally  based  so  differences 
in  local  service  delivery  systems  are  recognized. 

o  The  first  federal  dollar  of  the  new  program  should  be  for  home  and 
community  care  to  overcome  the  bias  in  current  federal  financing 
mechanisms  toward  institutional  care. 
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o  Covered  services,  regulations  and  standards  should  be  family-oriented 
and  biased  toward  the  least  intrusive  home  and  community -based  system. 

o  Eligibility  for  receipt  of  benefits  should  be  based  on  functional 
capacity,  not  medical  diagnosis  or  physician  prescription. 

o  Quality  assurance  mechanisms  should  be  based  on  an  individualized, 
case  management  system. 

Congressman  Claude  Pepper's  long-term  care  bill  incorporated  many  of  these 
principles.  While  it  failed  to  pass  this  session,  it  represents  a  growing 
public  and  congressional  priority.  I  understand  that  you,  Congressman 
Bonker,  are  developing  a  new  proposal  on  this  issue.  I  know  that  Senators 
Ted  Kennedy  and  George  Mitchell  are  also  offering  legislation  and  consider 
long-term  care  an  urgent  priority. 

I  am  encouraged  by  these  developments  as  I  am  by  the  efforts  of  AARP  and 
other  senior  organizations  to  bring  this  issue  into  the  1988  presidential 
campaign.   I  look  forward  to  a  lively  public  debate  and  the  inevitable 
search  for  a  workable  compromise.  Congressional  action  next  year  would 
certainly  not  be  too  soon. 
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Mr.  Bonker.  Thank  you,  Ms.  Leitch  for  your  testimony,  Mr. 
Manley,  Mr.  Livingston.  It  is  very  timely,  very  relevant  to  what  we 
are  attempting  to  do. 

I  want  to  take  a  moment  and  compliment  the  State  of  Washing- 
ton. First  of  all,  the  senior  advocacy  that  has  been  on-going  now  for 
probably  10  years. 

Mr.  Livingston.  Twelve  years. 

Mr.  Bonker.  Twelve  years.  And  Mr.  Livingston  really  personifies 
the  strong  leadership  that  has  put  forth  the  political  support, 
makes  many  of  the  programs  to  which  you  refer,  Ms.  Leitch,  a  re- 
ality. 

This  has  been  leadership  inspired  pretty  much  by  labor  through- 
out the  state.  The  founder  of  the  advocacy  group — 

Mr.  Livingston.  Norm  Scott. 

Mr.  Bonker.  Norm  Scott  really  laid  the  groundwork.  And  it  has 
been  carried  forth  by  people  such  as  Arnold  Livingston.  But  unless 
you  have  that  political  advocacy  you  are  just  not  going  to  have  the 
programs  because  there  are  so  many  competing  factions  that  go 
after  scarce  state  dollars. 

But  it  also  takes  good  legislation  and  good  administration.  And  I 
think  our  state  has  been  very  much  in  the  forefront. 

So  I  wish  to  commend  you.  And  of  course  the  area  agencies 
cannot  be  overlooked.  They  are  vital  in  terms  of  coordination  of 
these  programs,  and  keeping  everyone  else  accountable. 

I  have  already  closed  my  questions  by  way  of  interruptions  to 
Ms.  Leitch's  statement.  So  I  would  like  to  ask  Congresswoman 
Oakar  if  she  has  any  comments  or  concluding  statements. 

Ms.  Oakar.  Mr.  Chairman,  first  of  all,  I  want  to  thank  you  for 
having  this  hearing.  And  I  am  pleased  to  be  here.  And  Arnold,  you 
are  right  about  the  elderly  poor  and  the  fact  that  the  average 
woman  lives  on  about  $400  a  month,  and  the  average  man  lives  on 
about  $550  a  month. 

So  we  are  not  talking  about  high  rolling  wages  here,  and  so  on. 
And  it  does  seem  as  if  you  state  as  the  mechanism,  if  not  all  of  the 
services  needed  to  put  into  place  whatever  legislation  you  would 
get  passed  on,  and  of  course  we  both  supported  the  Pepper  Bill. 

And  I  think  that  the  very  fact  that  it  came  to  the  floor  called 
more  attention  to  the  immediate  need  of  the  passage  as  some  form 
of  that  legislation,  or  legislation  with  Congressman  Bonker,  or 
hopefully  my  own. 

But  I  am  really  pleased  to  be  here.  And  I  hope  all  of  you  know 
what  a  great  advocate  you  have  for  these  kinds  of  issues. 

And  Congressman  Bonker,  I  have  served  with  him  on  that  com- 
mittee for  11  years  and  I  would  not  be  here  today  if  I  did  not  think 
that  he  is  an  understanding  public  servant. 

So  you  are  to  be  congratulated  for  putting  something  like  this 
fellow  in  the  office.  Thank  you  very  much  and  we  will  try  to  use 
this  testimony  and  share  it  with  our  colleagues  on  the  Aging  Com- 
mittee. 

Thank  you  very  much. 

Mr.  Bonker.  Well,  I  thank  all  of  you  for  being  here  today.  And  I 
would  like  to  express  my  personal  thanks  to  all  the  witnesses  and 
those  who  are  concerned  about  this  issue. 
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And  we  could  not  have  the  hearing  today  unless  Congresswoman 
Oakar  were  here.  It  takes  a  majority  of  two  to  constitute  a  legiti- 
mate, or  at  least  an  official  hearing. 

She  represents  a  district  in  Ohio  and  that  makes  a  long  journey 
out  here.  We  were  in  session  late  last  night.  I  do  not  know  which 
plane  you  caught.  But  I  did  not  arrive  here  until  1  a.m.  this  morn- 
ing. 

And  Ms.  Oakar  had  an  early  morning  speech  in  Portland.  So  it 
has  been  a  long  day  for  both  of  us.  But  for  her  to  come  all  the  way 
out  here  to  make  possible  this  hearing,  I  want  you  to  know  how 
much  we  appreciated  it  and  are  in  your  debt. 

And  we  know  that  together,  all  of  us,  with  this  testimony  and 
with  our  commitment,  indeed,  with  national  support  in  January  of 
next  year,  we  will  see  some  important  initiatives. 

And  however  we  act  politically,  Congress  will  provide  for  a  long- 
term  health  care  program  for  today's  and  tomorrow's  elderly. 

Thank  you  all  for  being  here  today.  Val  Halamandaris  for  all 
your  efforts.  And  Bill  Benson,  the  very  able  staff  director  of  this 
subcommittee,  and  your  fine  staff,  for  the  work  that  you  have  done. 

I  think  we  have  come  a  long  distance.  And  we  are  going  to  build 
long-term  care  policy  for  the  future. 

The  subcommittee  stands  adjourned. 

[Whereupon,  at  5  p.m.  the  hearing  was  adjourned.] 
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Appendix     1 

Senior  Citizen  Communication  Network 

KING  COUNTY 

»M.mb.rOr,.Bti^o«ollt..W.thln«ton8«rt.»«.lorCHI».n.U.bb,  Au^3t    ^    1Q88 

HEARING-  of  the  HOUS1?  S^L^CT  COMMUTE  on  AGIHG,  Subcommittee  on  Housing  &  Consumer  Interests, 
Jackson  Federal  Building,  Seattle,  W*.  Presiding  Chairman  Don  Bonker,  Congresswoman  Mary  Rose 
Okar,   Presiding  Co-Chair.      TOPIC:    CURR^T  PROPOSED  SOLUTIQMS   FOR  LQWG-TKRM  CARK. 

Dear  Chairman   Bonker  and  Co-Chair  Okar: 

Another  form  of  home  care  often  entails  guardianship.      I  enclose  a   copy  of  »   talk  I've 
given   to   senior  grouos  warning   of  care  abuse  based  mostly  on    Associated   Press   investigation. 
The   A. P.    report   reached   Congress  and   I'd  hope  you   lawmakers  have   started  action   resulting  in 
national  standards  that  would   supersede  helter-skelter  state  l=ws.     Would  you  like  to  see  one 
of  your  loved  ones  suffer  abuse  and  loss  of  rights  and  dignity  because  of  state  neglig-nce? 

As  to  the  new  Medicare   Catastrophic   Protection    Act.      It  will  not   please  many  of  the 
elderly  because   of  added  monthly  costs  that  will  go  uo...up. ..up  in   future  years.      As   January 
1,    1989  nears,   and   this   becomes  apparent  to   seniors   I   expect  you  Congressmen  will   be   getting 
much  mail  reflecting  this  displeasure. 

Almost   UO  million    Americans   under  65   do  not   have   adequate  health   or  catastrophic  protection. 
Kven  though  younger  persons  do  not  incur  the  long  term  illnesses  or  disability  compared  to 
seniors  they  do  face   financial  devastation  if  it  occurs  and  they  are  uninsured  or  underinsured. 

A    federally  sponsored   program  embracing  catastrophic   health   care   expenses  available   to 
persons   of  all   ag-s  would  not   cost  much   per  premium,    because   its   cost  would  be   spr»ad   among  a 
vaster   population   of  young  and   old  with   a    lower  need   for  the   young. 

That  inter-generational  coverage,  would  be  far  better  for  our  seniors  and  younger  popula- 
tion  than  mea.-re,   hard-to-adminster  marginal   Medicare   Catastrophic   Jct   benefits. 

I  know  you  =re  under  pressure   from  many  sides  and  I  aopreciate  your  dedication  in  achieving 
concensus   in  what  might  not   be  the   best   solution.      I  will   pray  your  committee  and   subcommittee 
will  improve  the  conc-nsus  so  home-c^re  will  improve. 

Sincerely,  -  / 

Alfred  J.  Bricker,  Coordinator.  Advocate  for  S.K.  Senior  Center,  Dun  la  o  SPICK  and 
4820  55th  Avenue  S.  Downtown  Columbia  Club 

Seattle,  W,.  98118 
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•   ■  SOF«K  GUARDIAN  ABUSq  1XD5RLY  RIGHTS 

Associated  Press   reporters  investigating  procedures  throughout   our  50  states  have   found 
court-orderad   guardianships  inflicting  neglect,  abus>-  and  even  theft   on  older  persons. 

A  wealthy  woman  in  a   Seattle  nursing  home   found  herself  paying  two  nephews   $800  monthly 
salaries  olus   car  and  travel  expense   for  being  guardians.      Besid-s  that,   they'd  secured  gifts 
of  $20,000.      *    state  Oklahoma  agency  found  a   fomer  husband  getting  hins-lf  apnointed  his  ex- 
wife's  guardian  =nd  using  that  power  to  discontinue  alimony  payments  to  her  while   collecting  her 
Social  Security  benefits.     Marguerite  Van  Stten,  age  66,  gave  graphic  testimony  before  a   federal 
House  Subcommittee  Health  and  Long-Term  Care  hearing.     Her  car  crashed  June  8,   1983,   she  was 
injured  and  in  a   coma.      During  the  two  months  before   she  became  mentally  alert  she  was   in  the 
home   of  a  relative  who  had  her  declared  legally  incompetent  and  became  her  guardian.      After  Ms 
Van  ^tten's  mind  cleared  she  managed  to  get   out  of  the  relative's  home  and  return  to  her  own 
Florida  hose.      To  her  dismay  she  found  her  furniture   sold,   her  driver's  licens»   revoked  ard  had 
problems  drawing  bank  funds  and  regaining  her  right  to  vote.      It   cost  her  about   $40,000  in 
attorney  and  psychiatric  fees  plus  other  expenses  to  restore  her  competency. 

Most  guardians  are  decent  and  have  integrity  but  others  abuse  their  trust.  And  hospitals, 
with  payment  problems  can  encourage  procedures  that  put  their  patients  into  guardianship  where, 
often,  they  are  transferred  to  nursing  homes.  While  in  a  nursing  home  a  resident  can  be  put  into 
guardianship  so  someone  will  pay  their  expenses.  Guardianship  has  become  a  business  where  pro- 
fessionals have  a  number  of  wards  and  charge  their  estates  about  365  an  hour  each  for  services. 
Some  social  workers  have  encouraged  guardianship  when  a  person  was  mentally  capable  but  an 
indifferent  housekeeper  and  slow  to  pay  their  bills. 

The  Associated  Press  thinks  persons  in  guardianshio  have  fewer  rights  than  criminal 
defendents.      They  no  longer  receive  money,   can't  pay  bills,   get  married  or  divorced.      !'sny  cannot 
drive  a    car,    vote,   and,   in  some   states,   are  restricted   from  seeking  legal  help.    Johr   Pickering, 
chairman  of  the  American  3ar  Association's  Commission   on  Legal  Problems  of  the  Ild-rly  says 
guardianship  should  be  n   last  resort  and  endorses   "limited  guardiwiship"  with   powers  used  only 
for  the   particular  circumstance. 

The  *.P.  repo-t  has  alerted  our  Congress  ard  le^al  and  m»ntal  groups.  R«p.  Claude  Pepper 
has  promised  legislation  calling  for  national  standards  'nd  not  subject  persons  to  state  laws 
that   encourage  abuse  and  loss  of  rights. 


Alfred  J."  Bricker 71/16/88 
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To  Honorable  Congressm*n  Bonk'er^5 

RE:  Comments  on  the  testimony  of  Ida  .'une  Robertson  given  3.' IE, 'S3 
at  Seattle,  Washington 


Mrs.  Robertson  works  20  to  25  hours  per  week  as  a  Program  Aide  at 
the  Snoqualmie  Valley  Mj  1  t  i  Service  Center   in  Carnation, 
Washington.   Please  understand  it  was  r,oi  easy  for  Mrs.  Robertson 
to  have  found  any  employment.   Age  d iscr imat ion  is  illegal   in  the 
United  States.    It  exists  everywhere  and  everyday.    If  Mrs. 
Robertson  was  a  53  year  old  homemaker  looking  -for  uork  in  any 
community,  it  would  be  difficult,  as  a  63  year  old  homemaker 
almost  impossible  even  in  downtown  Seattle.   As  a  73  year  old 
female  in  the  United  States  in  a  rural  community,  even  my 
personnel  department  questioned  rny  decision  to  hire  someone  her 
age.    I  was  lucky  to  find  another  solution.  The  American 
Association  of  Retired  People  has  a  Senior  Citizen  Employment 
Program  for  which  Mrs.  Robertson  finanically  qualifiedto 
participate.   They  pay  her  minimum  wages,  sick  leave,  holidays 
3dd  no  benefits  while  she  works  at  my  agency  to  gain  employment 
experience.   Most  woman  in  her  age  bracket  are  allowed  to 
volunteer  but  do  NOT  find  new  paid  emp 1 oy ment  at  that  time  in 
their  life.   All  the  senior  citizens  in  her  position  can  not  uork 
at  MacDonalds.   There  aren't  enough  MacDonalds  and  the  Seniors  do 
not  all  physically  qualify. 

I  think  Mrs.  Robertson  understates  just  how  much  she  has  been 
able  to  accomplish.   The  Doctors  at  the  hospital  didn't  suggest  a 
nursing  home  for  Mr.  Robertson.   They  said  he  had  to  go  to  one 
but  Mrs.  Robertson  once  again  just  did  what  she  thought  was  the 
right  thing  to  do.   She  is  the  spirit  of  America  I  have  grown  up 
with  -  the  CAN  DO  attitude  I  hope  I  can  give  my  children.   Senior 
citizens  like  her  are  very  unassuming  about  what  they  are  doing 
everyday  just  to  survive. 

Thank  you  to  allowing  me  to  add  these  feu  thoughts. 


lincerely 


d  n    E 1  d  r  e  a 


Mary -London    Eldre 

Coord  in at  or 

Snoqualmie  Valley  Mu 1 t i  Service  Center 
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August  11,  19BS 

To:    The  Honorable  Don  Bonker ,  LTC  Hearing 
Seattle  -  August  12,  198B 

From:  Josselyn  B.  Winslow 
433  17th  Street 
Bellingham,  WA  98225 
(206)  671-3316 

I  am  a  member  of  the  Alzheimer  Society  of  Washington.   Persons 
with  Alzheimer's  disease,  a  neurological  disorder,  do  not  -fit  in 
the  current  physical,  mental,  and  emotional  disabilities  system 
and  their  long-term  care  needs  are  poorly  served. 

Professionals  in  the  mentally  ill  field  understand  how  to  work 
with  persons  with  the  kind  of  behavior  caused  by  dementia,  but 
the  people  I  represent  are    not  mentally  ill  and  do  not  fit  into 
the  targetted  population  of  the  Division  of  Mental  Health  (DMH). 
Some  of  the  services  we  receive  are  provided  through  the  Aging 
and  Adult  Services  Administration  (AASA),  but  those  services  have 
been  set  up  for  other  populations,  and  they  do  not  fit  our  needs. 
Nursing  facilities  are  designed  to  care  for  persons  with  physical 
disabilities.   People  with  AD  need  safe  environment  and  a 
structured  procjram.   That  is  the  problem  -  persons  with  AD  do  not 
fit  in  the  current  system.   We  must  get  recognition  and  help  for 
persons  with  neurological  disabilities. 

Beyond  the  major  issue  of  recognition,  as  a  separate  category,  of 
the  persons  with  neurological  disorders,  I  want  to  speak  about 
five  specific  programs  which  our  members  need: 

1)  Outreach  -  by  qualified  people  -  Our  state's  Geriatric  Mental 
Health  Outreach  Program  has  persons  with  the  training  and 
understanding  who  are  able  to  go  out  into  the  community  to  help 
persons  with  dementia  who  can't  or  won't  ask  for  help.   Problems: 
Only  some  areas  of  the  state  currently  have  this  program,  persons 
with  Alzheimer's  disease  (AD)  are    not  appropriate  in  the  Mental 
Health  system,  and  not  all  persons  with  AD  are    "geriatric." 
Persons  in  their  40 ' s  and  50 ' s  can  be  affected  by  AD.   The  AASA 
programs  for  the  elderly  are  inappropriate  for  those  with 
dementi  a. 

2)  Adult  Day  Care  -  For  the  same  reasons  that  mothers  of  young 
children  need  children's  day  care  programs,  we  need  Adult  Day 
Care     (not  the  rehabilitative  Adult  Day  Health  program,  which  the 
AASA  funds,  nor  the  Day  Treatment  program,  funded  by  DMH)  to 
provide  day  care  so  the  spouse,  daughter  or  daughter-in-law,  who 
is  the  primary  caregiver  can  continue  to  work.   Adult  day  care  is 
good  for  persons  with  AD  because  continued  social  interaction 
helps  them  maintain  their  social  skills  and  keeps  them  feeling 
good  about  themselves.   Adult  day  care  is  available  in  a  few 
locations.   It  may  be  funded  through  the  respite  care,  but 
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Washington  State  needs  to  expand  the  medicaid  waiver  to  fund 
adult  day  care  in  all  areas  of  the  state. 

3)  Respite  Care  -  which  is  better  described  as  Family  Caregiver 
Support  Services,  is  needed  to  allow  full  time  caregivers  some 
time  off  so  they  can  continue  with  the  day  to  day  stress  of 
caregiving.  The  Washington  State  Department  of  Social  and  Health 
Services  (DSHS)  neglects  family  caregivers.   The 

system  expects  them  to  be  continuously  on  duty. 

4)  Support  Group  Centers  —   There  is  a  Neurological  Center  in 
Richland.   It  is  the  focal  point  for  eight  self-help  support 
groups  whose  memberrs  are    dealing  with  chronic  health  care 
issues.   With  only  one  paid  staff  person,  a  large  number  of 
persons  affected  with  neurological  diseases,  and  family  members 
of  persons  affected  by  these  diseases,  are    helped.   A  support 
group  center  allows  volunteers  to  pool  their  talents  and  to  work 
together.   In  Bellingham,  persons  affected  by  chronic  illnesses 
and  caregivers  of  those  persons,  including  Alzheimer's,  the 
Mentally  111  and  the  Devel opmental 1 y  Disabled,  are    working  to 
establish  a  Health  Support  Center.   For  a  small  investment,  the 

state  could  be  supportive  of  support  group  centers.   A  major  item  ,, « 

in  dealing  with  LTC  issues  is  empowerment  of  caregivers.  T   We  ask    /<**^w    * 
you  to  support  support  group  members  so  we  can  help  ourselves.    -f  \r  t 
The  aging  network  should  have  no  responsibility  for  this.  J^ 


5)   Specialized  Residential  Facilities  -  When  the  family  can  no 

longer  care  for  a  person  with  AD,  that  person  needs  to  be  placed 

in  a  facility  which  has  a  safe  environment,  so  that  the  person 

does  not  have  to  be  physically  or  chemically  restrained.  "*"w*,"*Yrt . 

Appropriate  activities  are    the  second  major  facet  in  providing 

specialized  care  for  demented  persons.   Most  nursing  facilities 

still  compound  the  problems  of  caring  for  ambulatory,  demented 

persons  by  mixing  them  with  the  physically  ill  persons  in  a 

nursing  home. 
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The  American  nation  has  a  history  of  overcoming  social,  economic  and  political 
problems  that  it  has  encountered.  Today,  a  new  issue  is  at  hand.  The  American 
family  has  changed,  but  societal  support  systems  have  not  yet  adjusted  to  this 
change.  This  support  gap  is  threatening  children,  disabled,  chronically  ill, 
and  frail  elders  alike.  The  next  decade  will  tell  how  successfully  our  society 
rises  to  meet  the  current  problem. 

In  1960,  60  percent  of  U.S.  families  consisted  of  a  father  who  worked,  and  a 
mother  who  stayed  home  with  two  children.  By  1980,  only  seven  percent  of 
American  families  fit  that  pattern.  This  means  that  mothers,  who  were  the 
primary  caregivers  for  dependent  or  ill  family  members,  can  no  longer  do  this 
function  except  on  a  sporadic  basis.  The  loss  of  the  caregiver  role  in  the 
family  becomes  critical  when  the  demographic  change  of  an  aging  society  is 
taken  into  account,  as  well  as  other  unfortunate  circumstances  such  as  the 
outbreak  of  AIDS. 

Today,  12  percent  of  our  population  (29  million  Americans)  are  65  years  of  age 
or  older.  By  the  year  2030,  21  percent  (65  million  Americans)  of  our  population 
will  be  65  years  of  age  or  older.  The  fastest  growing  segment  of  our  population 
is  the  oldest  of  old.  In  1900,  .2  percent  of  the  population  was  85  years  of  age 
or  older.  Today,  one  percent  of  the  population  is  85  years  of  age  or  older. 
By  the  year  2050,  5.2  percent  of  the  population  will  be  85  years  of  age  or 
older.  Four  out  of  ten  elders  85  or  older  require  assistance  in  completing 
daily  living  functions.  Four  out  of  five  elders  65  or  older  have  at  least  one 
chronic  health  condition.  The  demand  on  families  to  provide  supportive  care 
for  older  members  will  grow  exponentially  in  the  next  few  decades. 

At  the  same  time,  other  issues  are  demanding  the  attention  of  families.  The 
AIDS  epidemic  is  costing  billions  of  dollars  in  care  annually.  Teenage  pregnan- 
cies are  costing  $17  billion  every  year.  There  is  a  sharp  increase  of  children 
born  to  drug  addicted  mothers.  Many  children  daily  are  without  adequate  day 
care  or  supervision.  The  high  school  dropout  rate  is  about  25  percent.  The 
demands  placed  on  the  American  family  are  increasingly  high. 

Families  today  still  successfully  provide  up  to  80  percent  of  all  long  term 
care  services.  Families  that  care  for  members  who  are  terminally  ill,  or  have 
severe  chronic  health  conditions,  face  a  task  that  requires  attention  24  hours 
per  day,  seven  days  per  week.  There  is  no  break  for  a  family  providing  long 
term  care.  Some  supports  exist  for  families  providing  care,  but  more  are 
needed.  Most  state  or  federal  programs  fund  institutional  care  services.  The 
choice  facing  families  is  often  to  provide  care  alone,  or  send  the  family 
member  to  an  institution. 
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The  current  social  and  health  service  system  is  fragmented  into  arbitrary 
pieces  based  on  system  needs  rather  than  human  needs.  Each  fragment  is  funded 
separately,  services  are  not  coordinated  between  fragments,  and  it  is  difficult 
to  develop  new  services  that  bridge  the  gap  between  the  fragments.  Medical  care 
is  heavily  funded,  but  not  coordinated  with  meagerly  funded  social,  community- 
based  care.  Acute  care  is  heavily  funded,  but  chronic  care  is  not.  Mental 
health  has  a  separate  service  system  from  physical  health,  and  the  treatment  of 
both  problems  simultaneously  in  a  client  is  difficult.  A  continuum  of  care  is 
needed  that  blends  all  services,  and  allows  a  client  to  smoothly  transition  bet- 
ween levels  of  care  when  necessary. 

It  is  a  given  that  resources  are  limited,  and  that  services  will  not  be  funded 
to  such  an  extent  that  all  needs  will  be  provided  for.  Clients'  needs,  and 
existing  service  resources  vary  community  by  community.  Clients  with  similar 
problems  will  have  different  family  and  financial  support  systems  available  to 
them.  To  build  the  needed  continuum  of  care,  efficiently  use  available 
resources,  and  support  families  in  their  caring  roles  two  essential  elements 
must  be  included: 

1.  Local  service  planning  and  resource  allocation. 

2.  Individual  client  assessment  and  case  management  services. 

In  Washington  State,  the  Area  Agencies  on  Aging  are  taking  the  lead  in  planning 
and  advocating  for  a  continuum  of  long  term  care  services.  In  King  County,  the 
Seattle-King  County  Division  on  Aging  (the  Area  Agency  on  Aging),  in  partnership 
with  private  and  public  sector  leaders,  assessed  service  gaps  and  developed  a 
1988-1992  Long  Term  Care  Strategic  Plan.  This  plan  takes  into  account  the 
unique  resources  and  service  needs  of  King  County  residents,  and  targets 
development  in  weak  service  areas. 

Along  with  local  service  planning,  individual  client  assessment  and  case 
management  is  critical.  Finite  resources  must  be  targeted  to  clients  with  the 
appropriate  levels  of  need.  Clients  must  be  educated  to  the  full  spectrum  of 
services  available.  Individual  and  family  resources  vary  person  by  person, 
and  these  resources  must  be  the  foundation  upon  which  a  specific  care  plan  for 
that  client  is  built.  Clients  and  their  families  are  unique,  and  support 
systems  should  be  flexible  to  help  precisely  where  the  need  is. 

In  conclusion,  my  key  system  change  recommendation  is  to  build  a  continuum  of 
long  term  care  services  that  includes  the  following  elements: 

1.  Soften  the  existing,  arbitrary  distinctions  between  types  of  care 
(institutional  versus  community,  acute  versus  chronic)  in  order  to 
facilitate  client  transitions  between  types  of  care. 
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2.  New  additional  funding  to  develop  and  expand  critically  needed 
community-based  services  such  as  day  care,  respite  care,  congregate 
care,  home  living  supports,  home  health  care,  and  others. 

3.  Require  local  planning  and  resource  allocation  through  entities  such 
as  Area  Agencies  on  Aging. 

4.  Require  client  assessment  and  case  management  services  to  effectively 
target  finite  services. 
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Sat   Executive  Summary  of  federal  Long  Term  Care  Reform:  A 

Proposal  by  the  latlonal  Association  of  State  Units  on  Aging 


Dear  Colleague, 

Meeting  the  long  tern  care  needs  of  a  rapidly  aging  population  Is 
one  of  the  greatest  challenges  facing  the  nation.  Our  current  approach, 
which  relies  primarily  on  care  provided  In  Institutions  and  vhlch 
Impoverishes  older  people  and  their  families,  falls  to  provide  care  in 
the  setting  most  preferred  by  older  consumers  -  in  their  ovn  homes.  As 
designers  and  administrators  of  state  community  based  long  term  care 
programs,  our  membership  hopes  to  make  a  unique  contribution  to  the 
national  debate  on  how  to  improve  our  current  policies.  While  the  state 
programs  we  have  developed  serve  a  small  portion  of  the  individuals  in 
need  of  assistance,  our  experiences  in  program  implementation  offer  some 
useful  lessons  which  we  have  translated  to  the  design  of  a  proposed  new 
federal  policy  initiative. 

In  September  of  1987  NASUA  developed  a  broad  policy  statement 
which  articulates  the  central  principles  that  we  believe  should  guide 
the  development  of  federal  long  term  care  policy.  This  statement, 
entitled  "Ending  the  Institutional  Bias:  A  Call  for  Radical 
Restructuring  of  the  Long  Term  Care  System,"  emphasizes  the  need  to 
reverse  the  current  federal  investment  in  institutional  long  term  care 
services  by  providing  the  first  federal  dollar  of  coverage  for  home  and 
community  based  care.  By  supporting  the  expansion  of  community  care 
options,  federal  policy  can  create  a  more  balanced  approach  to  long  term 
care  resource  allocation  -  one  that  is  more  responsive  to  the 
preferences  of  frail  older  people  to  receive  care  in  the  familiar 
surroundings  of  their  own  homes. 

At  the  Association's  1988  Annual  Membership  Meeting  in  June,  NASUA 
adopted  the  enclosed  proposal  which  calls  for  a  comprehensive  federal 
legislative  package  of  new  benefits  for  long  term  care  within  a  new 
Medicare  Part  C.  This  approach  is  based  on  a  social  insurance  model, 
providing  for  universal  participation  of  all  Medicare  enrollees.  Funds 
to  support  this  program  will  be  generated  by  three  major  sources: 
beneficiary  premiums,  consumer  co-payments  and  revenues  generated 
through  the  Medicare  payroll  tax  (primarily  raised  by  lifting  the 
$45,000  ceiling  on  taxable  income).  Beneficiaries  who  have  functional 
Impairments  preventing  them  from  carrying  out  normal  activities  of  daily 
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living  will  be  eligible  for  benefits.   Thus,  while  all  older  people  will  be 
able  to  rely  on  this  program  to  meet  their  long  term  care  needs,  only  a  small 
proportion  of  beneficiaries  will  be  eligible  for  services  at  any  point  in 
time. 

Our  proposal  recognizes  the  need  for  measures  to  control  overall  program 
costs.   Therefore,  in  addition  to  separating  service  authorization  from  service 
delivery,  we  also  propose  setting  ceilings  on  the  total  cost  of  individual  care 
plans;  limiting  eligibility  to  persons  with  significant  functional  impairments; 
requiring  consumers  to  share  in  the  cost  of  their  care;  and  controlling 
provider  rates. 

Functionally  impaired  persons  will  have  access  to  a  comprehensive  home  and 
community  based  care  benefit  and  a  more  limited  short  term  nursing  home 
benefit.  To  control  overall  program  expenditures,  the  cost  of  an  individual' 3 
home  and  community  based  care  benefit  would  be  limited  to  75  percent  of  the 
annual  cost  of  care  in  a  skilled  nursing  facility.   Services  comprising  the 
benefit  package  would  be  individually  tailored  to  respond  to  the  specialized 
needs  of  consumers,  encompassing  a  broad  range  of  support  services.   Our 
experience  indicates  that  such  an  approach  can  enhance  consumer  c-  ice  within 
the  context  of  an  affordabla,  cost  effective  program  as  long  as  a   eiling  is 
placed  on  the  total  cost  of  care.   The  nursing  home  benefit  is  li.  -ted  to  100 
days  of  care  annually  in  any  given  calendar  year  for  all  admissions.   This 
short  term  coverage  is  designed  to  encourage  active  discharge  planning 
beginning  at  the  time  of  admission  to  the  nursing  home  and  to  help  preserve 
consumer  resources  so  that  return  to  the  community  is  feasible. 

At  the  local  level,  state  designated  case  management  agencies  will  have  a 
central  role  in  program  administration.   Responsibilities  include  assessing 
individual  consumer  needs  for  long  term  care;  developing  plans  of  care; 
specifying  the  amount  and  scope  of  services  to  which  an  individual  is  entitled; 
and  monitoring  the  provision  of  care  on  an  ongoing  basis  to  ensure  that  needed 
services  are  actually  provided.   To  maintain  a  cost  effective  program  it  is 
imperative  that  case  management  agencies,  rather  than  individual  service 
providers,  be  responsible  for  determining  the  amount  and  type  of  services  that 
will  be  authorized  for  individual  care  plans  to  avoid  any  financial  conflict  of 
interest. 

State  governments  must  play  a  strong  role  in  the  administration  of  this 
new  benefit  program.   By  assigning  management  responsibility  to  states,  this 
new  program  will  build  upon  the  long  term  care  systems  development  work  already 
underway;  will  significantly  reduce  start-up  costs;  and  will  enhance 
integration  with  existing  programs.  State  administration  will  also  enhance 
program  accountability  to  consumers  and  to  publicly  elected  officials  at  all 
levels  of  government.   Within  broad  federal  parameters,  state  responsibilities 
will  include  ensuring  consumer  involvement  in  system  design  and  individual  care 
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planning,  designating  case  management  agencies,  defining  standards  for  care 
plan  development,  assuring  availability  of  a  full  array  of  home  and  community 
based  services,  monitoring  quality  and  assuring  the  availability  of  trained 
providers. 

We  recognize  that  viable  service  systems  do  not  presently  exist  in  some 
parts  of  the  country  to  deliver  the  benefits  established  by  this  new  program. 
However,  the  program  structure  proposed  is  similar  to  successful  systems 
currently  operating  in  a  number  of  states.   We  believe  that  an  adequate  amount 
of  federal  financing  will  stimulate  the  creation  of  such  systems,  will  preserve 
a  role  for  private  supplemental  insurance  and  will  help  to  create  a  balance  in 
the  choices  available  to  older  persons  in  need  of  long  term  care  assistance. 

Sincerely,  Sincerely, 


Wilda  Ferguson    V  Daniel  Quirk 

President  Executive  Director 
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HATIOHAL  ASSOCIATIOH  OF  STATE  UHITS  01  AGIHG 

The  HATIOBAL  ASSOCIATIOH  OF  STATE  OBITS  01  AGIHG,  founded  in  1964,  is  a 
national  public  interest  organization  dedicated  to  providing  general  and 
specialized  information,  technical  assistance  and  professional  development 
support  to  State  Units  on  Aging.  The  membership  of  the  Association  is 
comprised  of  the  57  state  and  territorial  government  units  charged  with 
advancing  the  social  and  economic  agendas  of  older  persons  in  their  respective 
states.  NASUA  is  the  articulating  force  at  the  national  level  through  which 
the  State  Units  on  Aging  join  together  to  promote  social  policy  responsive  to 
the  needs  of  an  aging  America. 
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FEDERAL  LONG  TERM  CARE  REFORM: 
A  PROPOSAL  BY  THE  NATIONAL  ASSOCIATION  OP  STATE  UNITS  ON  AGING 


The  issue  of  long  term  care  is  currently  the  subject  of  considerable 
debate  at  the  national  level.  Several  options  for  improving  the  financing  of 
long  term  care  have  been  proposed,  ranging  from  modest  attempts  to  encourage 
private  financing  mechanisms  to  full  federal  coverage  of  all  long  term  care. 
As  architects  and  administrators  of  state  community  based  long  term  care 
programs  for  the  elderly,  the  NASUA  membership  is  uniquely  able  to  propose  new 
federal  initiatives  by  drawing  upon  their  experiences  in  developing  the 
community  care  systems  already  in  place. 

One  of  the  major  problems  confronting  persons  needing  long  term  care  is 
the  institutional  bias  in  the  current  system.  Because  of  the  lack  of 
meaningful  federal  funding  for  home  care,  nursing  homes  are  currently  the 
principle  providers  of  long  term  care  for  persons  who  do  not  have  spouses  or 
other  family  members  able  to  provide  all  the  necessary  assistance.  Nursing 
home  costs  are  a  devastating  expense  to  families.  Medicaid  requires 
impoverishment  of  its  beneficiaries.  In  addition,  Medicaid  nursing  home  costs 
are  driving  state  budgets  into  a  squeeze  which  will  affect  quality  of  care. 

States  that  have  undertaken  efforts  to  create  home  and  community  based 
long  term  care  services  know  that  individuals  with  serious  disabilities  can  be 
served  in  a  variety  of  settings.  State  community  care  systems  are  meeting 
individual  long  term  care  needs  at  lower  costs  than  nursing  homes,  with  a  high 
level  of  consumer  satisfaction.  Unfortunately,  it  is  too  difficult  to  use 
federal  financial  participation  under  Medicaid  to  meet  all  the  demand  for 
community  care,  and  far  too  many  elderly  are  barred  by  means  testing  from 
using  these  programs. 

This  paper  outlines  a  proposal  for  federal  long  term  care  legislation 
that  would  build  on  the  systems  in  which  most  states  already  have  a  major 
investment.  The  proposal  uses  as  its  beginning  point  the  principles  adopted 
by  the  Board  of  Directors  of  the  National  Association  of  State  Units  on  Aging 
( NASUA),  including: 

•  In  the  face  of  the  rapidly  growing  population  of  older  people, 
especially  the  very  old,  a  federal  social  insurance  program  must  be  the 
basis  of  long  term  care  financing. 


• 


The  program  should  provide  universal  benefits  for  older  persons, 
predictable,  uniform  long  term  care  benefit. 
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•  Those  receiving  benefits  should  participate  in  the  costs  of  long  term 
care  services,  based  on  their  relative  ability  to  pay. 

•  Administration  of  the  program  should  be  primarily  the  responsibility  of 
states,  the  governmental  level  with  the  most  experience  in  this  area. 

•  Day-to-day  management  of  benefits  should  be  locally  based,  30 
differences  in  local  service  delivery  systems  are  recognized. 

•  The  first  federal  dollar  of  the  new  program  should  be  for  home  and 
community  care,  to  overcome  the  bias  in  current  federal  financing 
mechanisms  toward  institutional  care. 

•  Covered  services,  regulations  and  standards  should  be  family-oriented 
and  biased  toward  the  least  intrusive  home  and  community  based 
assistance. 

•  Eligibility  for  receipt  of  benefits  should  be  based  on  functional 
capacity,  not  medical  diagnosis  or  physician  prescription. 

•  Quality  assurance  mechanisms  should  be  based  on  an  individualized,  case 
managed  system. 

Within  this  broad  framework  of  policy  principles,  we  propose  a 
comprehensive  package  of  federal  legislation  creating  new  benefits  for  long 
term  care  within  a  new  Medicare  Part  C,  building  upon  an  accepted  and  well 
known  program  and  financed  through  a  variety  of  funding  mechanisms.  This  will 
provide  universal  coverage  for  all  Medicare  enrollees.  The  operation  of  the 
new  long  term  care  benefit  must,  however,  be  fundamentally  different  from  that 
of  the  current  Medicare  program  if  efficiency,  cost-effectiveness  and  consumer 
satisfaction  are  to  be  assured  in  the  delivery  of  these  primarily  non-medical 
services.  The  balance  of  this  paper  describes  the  components  and  operation  of 
the  program  we  propose. 

PROGRAM  PABTICIPABTS 

NASUA's  proposal  addresses  the  long  term  care  needs  of  persons  eligible 
for  Medicare  coverage  (persons  age  65  and  older  and  certain  disabled  adults). 
We  recognize  that  persons  of  all  ages  and  disabilities  may  need  long  term  care 
services.  In  fact  some  state  programs  currently  serve  multiple  populations 
and  there  is  considerable  overlap  among  groups  —  some  persons  with 
disabilities  are  also  older.  Our  expertise  and  program  experiences,  however, 
make  us  best  qualified  to  propose  program  components  designed  for  the  elderly. 
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Therefore,  while  NASUA  supports  efforts  to  reform  long  term  care  services  and 
systems  that  also  serve  younger  disabled  persons,  this  proposal  focuses  off 
services  for  older  persons. 

The  full  range  of  benefits  should  be  universally  available  to  all 
Medicare  participants  based  on  functional,  not  financial  need.  The 
requirement  for  impoverishment  that  is  currently  part  of  the  Medicaid  long 
term  care  benefit  should  be  avoided  in  the  new  program.  Any  consumer  cost- 
sharing  mechanisms  should  be  modest,  with  persons  who  are  least  able  to  pay 
exempted  from  incurring  these  out  of  pocket  expenses. 


BBJUSTlT  DBTERMIIATIOI 

Functional  status  should  be  the  primary  criterion  for  determining 
eligibility  for  program  benefits.  A  comprehensive  assessment  shall  measure  a 
person's  ability  to  consistently  and  appropriately  perform  essential 
activities  of  daily  living  (bathing,  dressing,  toileting,  eating, 
transferring)  based  on  the  person's  physical,  cognitive  and 
emotional/behavioral  functioning  and  shall  review  health  conditions  that  may 
require  in-home  services.  An  assessment  finding  that  the  person's  functional 
disability  results  in  the  need  for  human  assistance  in  performing  two  of  the 
five  specified  activities  of  daily  living  will  result  in  eligibility  for 
program  benefits. 

The  need  for  nursing  care  should  be  reviewed  as  part  of  the  assessment 
process;  however,  service  eligibility  will  not  be  dependent  upon  a  need  for 
health  services.  State  experience  indicates  that  some  persons  in  need  of  long 
term  care  have  limitations  in  performing  activities  of  daily  living  and  yet  do 
not  need  health  services.  In  addition,  eligibility  should  be  established 
without  regard  to  the  underlying  condition  or  medical  diagnosis  resulting  in 
disability;  specific  types  of  conditions  which  may  result  in  impairments 
(e.g.,  developmental  disability,  chronic  mental  illness,  chemical  dependency) 
should  not  be  excluded. 

Client  functional  assessments  will  be  performed  by  state  designated  case 
management  agencies  and  will  include  a  face  to  face  interview  with  the 
individual  and  his  or  her  caregiver.  Standards  for  functional  eligibility 
should  be  federally  defined  and  uniform  across  states.  The  Secretary  of  DHHS, 
in  consultation  with  states,  will  develop  the  protocol  for  determining 
eligibility,  including  the  components  of  the  assessment  tool  used  to  measure 
impairment  levels. 

States  will  be  required  to  establish  a  process  for  timely  resolution  of 
appeals  resulting  from  denial  of  service  eligibility.   In  those  instances 
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where   a  state  has  upheld  the  initial  decision  of  a  case  management   agency, 
individuals  will  have  the  right  of  appeal  to  the  federal  government. 

The  development  of  written  individual  care  plans  will  be  based  on  the 
findings  of  the  assessment  process.  In  addition  to  measuring  functional 
capacity  for  determining  program  eligibility,  the  assessment  should  gather 
current,  valid  and  comprehensive  information  about  the  individual's  health 
condition  and  her/his  home  and  community  environment  to  determine  what 
services,  supports  or  other  environmental  modifications  would  assist  the 
person  to  live  and  participate  in  families  and  communities.  States  shall 
develop,  with  federal  approval,  the  components  of  the  assessment  tool  used  to 
identify  the  services  needed  to  meet  the  unique  needs  of  individuals  with 
varying  disabilities,  service  preferences  and  living  arrangements.  This 
determination  will  be  made  within  the  context  of  local  service  delivery- 
systems  and  an  available  local  work  force,  both  of  which  will  vary  across  the 
country.  In  addition,  an  assessment  of  the  adequacy  of  the  individual's 
informal  support  system  (currently  existing  and  in  the  near  future)  will 
identify  the  more  personal  and  informal  care  that  family  and  friends  are 
willing  and  able  to  provide  and  that  the  consumer  has  agreed  to  accept.  At 
the  same  time,  within  the  context  of  an  entitlement  program,  the  eligibility 
criteria  will  not  require  any  level  of  assistance  from  families  or  others. 
While  this  program  should  build  upon  the  informal  care  system  already  in 
place,  older  consumers  should  not  be  penalized  if  families  are  ucable  to 
provide  assistance. 

The  state  designated  case  management  agency  will  develop  individual  care 
plans,  specifying  in  some  detail  the  type  and  amount  of  needed  services.  Only 
through  the  development  of  care  plans  by  the  case  management  agen:y  will 
specific  program  benefits  be  authorized  for  individual  consumers.  Attending 
physicians  and  other  health  care  professionals  involved  with  individual 
consumers  should  be  consulted  during  the  care  planning  process  when 
appropriate,  but  will  not  be  required  to  approve  those  portions  of  care  plans 
which  primarily  utilize  non-medical  support  services. 

The  case  management  agency  must  take  into  consideration  the  preferences 
of  individual  consumers  in  designing  care  plans.  To  assure  consumer 
acceptance,  the  individual  (and  the  informal  caregiver  in  instances  where  a 
substantial  amount  of  care  is  to  be  provided  by  a  family  member  or  friend) 
should  have  final  approval  of  the  care  plan.  States  shall  be  required  to 
establish  a  process  for  timely  resolution  of  grievances  and  appeals  reLated  to 
the  decisions  of  the  case  management  agency. 

All  case  management  functions,  including  assessment  and  care  pLanning, 
shall  be  performed  by  an  entity  which  is  not  a  service  provider  to  reduce  the 
potential  for  conflict  of  interest.  If  necessary,  this  requirement  cc  uld  be 
waived  during  an  initial  start-up  period  to  allow  new  service  delivery  systems 
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to  be  created.  Governmental  agencies  should  also  be  exempt  from  this 
requirement,  provided  that  two  distinct  organizational  units  provide  case 
management  and  direct  services.  In  addition,  exemptions  should  be  allowed  for 
state  designation  of  entities  which  accept  financial  risk  for  all  long  term 
care  needs  of  their  enrollees,  and  which  are  voluntarily  chosen  by- 
beneficiaries.  These  entities  will  agree  to  have  eligibility  determination 
for  their  enrollees  performed  by  an  independent  entity  and  will  submit  to 
ongoing  oversight  of  their  case  management  and  service  activitea. 


BEMEFIT  PACKAGES 

NASUA's  legislative  proposal  includes  both  a  home  and  community  based 
care  benefit  and  a  limited  nursing  home  benefit. 

Ideally,  the  specific  home  care  services  that  could  be  supported  through 
this  new  program  would  not  be  delineated  in  federal  law,  but  would  rather  be 
individually  tailored  to  respond  to  the  needs  of  an  older  person  as  identified 
through  the  assessment  process.  A  major  shortcoming  of  the  Medicare  and 
Medicaid  programs  as  currently  designed  is  the  lack  of  flexibility  in  the 
types  of  home  care  services  that  can  be  provided;  available  services  therefore 
correspond  to  federal  rules  rather  than  to  the  unique  needs  of  individuals. 
Under  this  new  program,  case  management  agencies  should  be  able  to  authorize 
the  provision  of  any  service  that  assists  an  older  person  to  carry  out 
activities  of  daily  living,  maintain  social  integration  and  family  supports, 
enhance  consumer  self  direction,  and  prevent  inappropriate  institution- 
alization. 

Our  reluctance  to  delineate  a  specific  package  of  allowable  services 
grows  out  of  three  concerns:  1)  This  program  should  avoid  the  design  mistakes 
of  Medicare  and  Medicaid  and  encourage  the  development  of  creative  responses 
to  individual  needs  rather  than  fitting  the  needs  of  older  people  into  rigid 
service  categories.  2)  Certain  services  can  substitute  for  another,  depending 
upon  client  needs  and  preferences  and  the  availability  of  home  care  staff.  For 
example,  assistance  in  meal  preparation  can  be  addressed  through  personal  care 
services,  a  live-in  personal  care  attendant  or  home  delivered  meals.  3)  The 
assistance  typically  needed  by  older  persons  to  cope  with  activities  of  daily 
living  are  supportive  services  rather  than  medically  oriented  services,  and 
such  services  are  best  described  as  a  response  to  individually  assessed  needs. 
Our  experiences  with  similar  programs  indicate  that  specifying  a  set  of 
allowable  services  has  frequently  resulted  in  a  medical  model,  and  in  turn  in 
a  service  response  that  is  less  flexible  and  more  expensive  than  necessary. 

States  should  be  required  to  assure  that  a  broad  range  of  services  are 
available  to  enhance  the  independent  functioning  of  program  beneficiaries.  In 
addition,  community  based  long  term  care  services  should  be  provided  in  a 
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variety  of  settings,  including  in  a  person's  own  home  (on  either  a  visiting  or 
live- in  basis);  in  congregate  service  centers  such  as  adult  day  care  centers 
that  provide  therapeutic  programs  and  socialization  opportunities;  and  in 
alternative  living  arrangements  such  as  foster  homes,  board  and  care 
facilities  and  shared  housing.  However,  room  and  board  costs  in  community 
settings  would  not  be  covered  by  this  program.  To  illustrate  the  potential 
array  of  services,  the  following  set  of  services  should  be  included  within 
legislation  as  examples  of  allowable  services:  personal  care,  chore,  adult  day 
care,  respite  care,  personal  supervision,  nursing,  therapies,  home  health 
care,  transportation  to  and  from  service  centers,  assistive  devices,  home  and 
financial  management,  and  minor  home  or  vehicle  modifications.  It  will  be 
crucial  to  assure  that  the  current  Medicare  acute  benefits  of  skilled  home 
nursing,  therapy  and  home  health  aide  services  be  in  no  way  diminished. 

Within  the  constraints  of  cost  limits,  local  service  supply  and  quality 
assurance,  consumers  (or  their  guardians  if  the  individual  has  been 
adjudicated  incompetent)  will  be  able  to  chose  the  type  of  living  arrangements 
they  will  have  while  receiving  services  (e.g.,  whether  to  live  in  group 
settings)  and  the  types  of  services  to  be  provided  (e.g.,  whether  a  need  for 
assistance  with  meal  preparation  will  be  met  through  home  delivered  meals  or  a 
homemaker) .  Again,  the  same  services  can  be  provided  in  a  variety  of  ways. 
Consumers'  preferences  must  be  honored  to  the  greatest  extent  possible  in 
choosing  the  specific  provider  of  services,  within  the  limits  of 
cost-effectiveness  and  quality  assurance.  For  example,  consumers  should  not 
be  able  to  choose  a  provider  that  does  not  meet  program  standards,  that  has 
service  unit  costs  that  are  significantly  higher  than  other  providers  of 
identical  services,  or  that  is  not  available  in  the  individual's  community. 

States  should  not  be  precluded  from  including  individuals  (not  affiliated 
with  agencies)  as  formal  providers,  so  long  as  the  individual  meets  federal, 
state  or  local  training  or  other  requirements  and  is  approved  by  the  case 
management  agency.  Such  client  employed  provider  arrangements  can  potentially 
offer  consumers  substantial  control  over  the  implementation  of  their  care 
plans . 

In  order  to  control  overall  program  costs,  an  annual  limit  on  the  per 
person  benefit  should  be  established  for  home  care  and  tied  to  75  percent  of 
the  average  Medicare  rate  for  skilled  nursing  facility  care  in  the  state.  This 
provision  also  ties  increases  in  the  cost  limit  for  the  per  person  home  care 
benefit  package  to  increases  in  the  average  Medicare  rate  for  skilled  nursing 
facilities. 

Several  explicit  exclusions  from  the  payment  cap  will  be  important. 
First,  acute  care  benefits  received  during  an  episode  of  illness  and  currently 
covered  under  Medicare  should  be  excluded.  Second,  the  costs  of  assessments, 
care  planning,  ongoing  case  management  and  service  monitoring  should  not  be 
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included.  Case  management  is  an  important  process  for  utilization  control, 
cost-containment  and  quality  assurance,  but  should  not  be  applied  to  the  limit 
on  personal  services.  Instead,  case  management  costs  should  be  reimbursed  on 
a  capitated  cost  per  client,  with  such  rates  varied  to  reflect  differences  in 
local  wages  while  responding  to  federal  expectations  about  minimum  client  and 
provider  contact,  as  well  as  maximum  reasonable  average  time  spent  per  client. 

NASUA  believes  that  the  primary  emphasis  of  any  new  federally  financed 
long  term  care  program  should  be  on  expanding  the  availability  of  home  and 
community  based  care.  Consumers  overwhelmingly  prefer  to  remain  in  their  own 
homes  and  communities  to  receive  needed  care.  A  number  of  states  have  proven 
that  community  care  can  be  provided  for  consumers  needing  the  same  level  of 
care  as  those  who  enter  nursing  homes  and  that  on  average,  it  is  less 
expensive  to  do  so.  Yet  the  ease  of  arranging  for  all  needed  care  through 
placement  in  a  nursing  home  creates  incentives  for  families  and  care  managers 
(hospital  discharge  planners,  physicians,  etc.)  to  opt  for  nursing  home  care 
instead  of  packaging  community  based  arrangements.  At  the  same  time,  we 
recognize  that  at  some  point  in  their  lives,  older  people  may  have  needs  that 
can  only  be  met  through  nursing  home  care. 

In  many  parts  of  the  country,  the  long  term  care  system  is  significantly 
out  of  balance,  with  institutional  capacity  and  expenditures  far  outstripping 
those  on  the  home  and  community  side.  A  major  new  federal  entitlement  to  long 
term  nursing  home  care,  absent  the  current  utilization  disincentives  resulting 
from  Medicaid  income  and  asset  limits,  would  result  in  a  rapid  growth  in 
nursing  homes  and  related  costs. 

Reflecting  these  concerns,  NASUA  proposes  that  the  benefit  package  cover 
nursing  home  care  beginning  with  the  day  of  admission  and  be  limited  to  100 
days  in  a  given  calendar  year  for  all  admissions.  Consumers  will  make  no 
co-payment  for  the  first  20  days  and  a  20  percent  co-payment  for  the  remaining 
80  days.  Medicaid  would  cover  the  consumer  share  for  eligible  persons.  This 
short  term  coverage  is  designed  to  encourage  active  discharge  planning 
beginning  at  the  time  of  admission  and  help  preserve  consumer  resources  so 
that  return  to  the  community  is  feasible  following  a  short  term  nursing  home 
stay.  The  case  management  agency  will  authorize  access  to  both  the  nursing 
home  benefit  and  the  home  and  community  care  benefit. 

The  proposed  benefit  replaces  the  current  Medicare  nursing  home  benefit, 
covers  either  SNF  or  ICF  care,  assumes  implementation  of  the  spousal 
impoverishment  provisions  of  the  Medicare  Catastrophic  Coverage  Act,  and 
allows  for  a  potential  role  for  private  long  term  care  insurance.  In  addition 
this  benefit  recognizes  that  over  one  half  of  all  nursing  home  stays  are  for 
less  than  100  days. 
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PROGRAM  MARACEMEHT 

States  must  play  a  strong  role  in  the  administration  of  this  new  benefit 
program.  By  assigning  states  management  responsibility,  this  nev  program  will 
build  upon  the  long  term  care  systems  development  work  already  underway, 
significantly  reduce  start-up  costs,  and  enhance  integration  with  existing 
programs.   Within  broad  federal  parameters,  states  will: 

•  designate  and  certify  case  management  agencies; 

•  define  standards  for  care  plan  development; 

•  assure  availability  of  a  full  array  of  home  and  community  based 
services; 

•  develop  or  direct  the  local  development  of  contracts  with  qualified 
providers  to  participate  in  the  program; 

•  define  allowable  provider  costs; 

•  develop  provider  reimbursement  systems;  and 

•  monitor  quality  and  train  providers. 

These  responsibilities  can  be  exercised  within  a  framework  of  federal 
regulations,  while  at  the  same  time  reflecting  the  experience  and  expectations 
of  state  and  local  officials  and  consumers  themselves.  Administrative  costs 
of  the  state  shall  be  covered  primarily  by  federal  financing  with  some  state 
financial  participation. 

Fiscal  intermediaries  would  have  a  role  only  to  the  extent  that  states 
choose  to  contract  for  purely  administrative  functions.  Fiscal  intermediaries 
would  not  be  empowered  to  second-guess  decisions  of  case  managers,  as  they  do 
with  current  Medicare  providers.  Rather,  their  role  would  be  to  perform  the 
mechanical  tasks  of  billings  and  claims  processing  and  to  produce  whatever 
data  reports  are  contracted  for  by  the  state  to  meet  state  or  federal 
requirements. 

State  certified  case  management  agencies  will  conduct  individual 
functional  assessments,  certify  consumer  eligibility  for  benefits,  develop 
care  plans  specifying  the  amount,  type  and  duration  of  program  benefits, 
authorize  the  delivery  of  services  and  monitor,  on  an  ongoing  basis,  the 
implementation  of  care  plans.  Case  managers  will  be  paid  for  these  activities 
on  a  capitated  basis.  Case  management  agencies  may  contract  directly  vith 
service  providers  to  the  extent  authorized  by  the  state. 
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QUALITY  ASSURANCE 


States  should  be  required  to  develop  mechanisms  to  assure  the  provision 
of  quality  care  for  both  home  and  community  based  care  and  nursing  home  care. 
Standards  for  nursing  home  care  are  incorporated  in  the  Nursing  Home  Reform 
Act  of  1987.  Standards  for  most  home  and  community  based  services  should  not 
reflect  typical  medical  model  criteria  (such  as  professional  provider 
credentials)  that  are  likely  to  increase  costs  unnecessarily.  Instead  quality 
assurance  mechanisms  should  focus  on  achieving  maximum  consumer  functioning 
and  reflect  consumer  preferences.  By  using  a  managed  care  approach,  case 
managers  will,  on  an  ongoing  basis,  monitor  the  implementation  of  individual 
care  plans  to  make  sure  that  beneficiaries  receive  assistance  appropriate  to 
their  needs  and  preferences.   In  addition  states  must  assure  that: 

•  Assessments  and  care  plans  are  completed  and  service  delivery  initiated 
within  a  reasonable  time  period  after  consumer  contact  with  the  case 
management  agency. 

•  An  appeal  mechanism  exists  to  consider  grievances  on  eligibility 
determination,  amount,  type  and  duration  of  services  authorized  in  care 
plans,  and  the  manner  in  which  services  are  provided. 

•  Providers  comply  with  requirements  for  state  certification  and  with 
relevant  employment  laws  including  those  related  to  minimum  wage  and 
payment  into  social  security  and  unemployment  compensation  funds. 

•  Providers  have  a  demonstrated  capacity  to  deliver  services. 

•  A  mechanism  will  be  established  to  receive  and  investigate  complaints. 

•  A  state  advisory  committee  whose  membership  reflects  a  balance  of 
consumers  and  other  interested  parties  will  be  established  to  provide 
input  on  all  aspects  of  program  design,  with  particular  emphasis  on 
mechanisms  to  assure  quality  care. 

The  federal  government  will  also  establish  sanctions  to  be  taken  against 
states  found  to  be  out  of  compliance  with  minimum  program  standards  and  will 
assist  states  in  enforcing  sanctions  against  local  case  management  agencies  or 
direct  service  providers. 


FIHA1CING 


Funds  to  support  this  program  will  be  generated  by  three  major  sources: 
beneficiary  premiums,  consumer  co-payments  and  revenues  generated  through  the 
Medicare  payroll  tax  (primarily  raised  by  lifting  the  $45,000  ceiling  on 


JASQA. 


144 


FEDERAL  LTC  REFORM 


taxable  income) .  The  premium  amount  should  vary  by  individual  income  and  could 
be  collected  in  part  through  the  federal  income  tax  system,  and  in  part 
collected  in  the  same  manner  as  other  Medicare  premiums. 

For  the  home  and  community  based  care  benefit,  beneficiary  cost  sharing 
would  be  equal  to  30  percent  of  total  program  cost.  A  20  percent  consumer 
co-payment  would  be  required  for  services  actually  received,  with  the  balance 
of  the  total  beneficiary  cost  sharing  amount  collected  through  premiums.  All 
Medicare  beneficiaries  will  participate  in  the  program.  For  the  nursing  home 
component  the  program  covers  100  percent  of  the  cost  of  nursing  home  care  for 
the  first  20  days  and  80  percent  of  the  cost  for  the  remaining  80  days; 
consumers  pay  the  balance.  Premiums  and  co-payments  for  home  and  community 
care  and  nursing  home  care  will  be  paid  by  Medicaid  for  persons  with  incomes 
below  "the  federal  poverty  level. 

NASUA  recognizes  that  with  the  initiation  of  this  new  program,  some  state 
expenditures  for  home  and  community  based  care  and  nursing  home  care  which 
were  previously  incurred  through  state  general  revenue  supported  programs  and 
as  state  match  for  Medicaid  will  no  longer  be  required  due  to  these  new 
federally  financed  benefits.  Federal  policymakers  will  likely  seek  provisions 
that  retain  some  state  financial  participation  in  these  new  benefits.  While 
we  understand  this  concern,  NASUA  is  not  in  a  position  to  make  a  concrete 
proposal  to  address  this  issue.  We  do  believe,  however,  that  some  of  the 
state  cost  savings  should  be  used  to  pay  for  the  consumer  cost  sharing  amounts 
for  low  income  persons,  financed  through  state  and  federal  Medicaid  funds. 


Adopted  Jane  10,  1988 
IASUA  Membership  Meeting 
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KHDIHG  THE  IISTITUTIOIAL  BIAS: 

A  CALL  TOE  RADICAL  EESTROCTUBIHG 

OF  THE 

LOIG  TERM  CARE  SYSTEM 


Adopted 

September  18,  1987 

IASDA  Board  of  Directors 
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ENDING  THE  INSTITUTIONAL  BIAS:  A  CALL  FOB  RADICAL  RESTRUCTURING  OF  THE 

LONG  TERM  CARE  SYSTEM 


NASUA  recognizes  that  states  have  moved  aggressively  to  redesign  local 
delivery  systems  and  funding  structures  to  respond  to  the  chronic,  long  term 
care  needs  of  older  Americans,  but  believes  that  further  progress  is  hindered 
by  the  absence  of  a  permanent  and  comprehensive  federal  long  term  care  policy 
for  financing  needed  services. 

As  the  public  agencies  charged  with  determining  the  needs  and  preferences 
of  the  nation's  older  citizens,  state  units  on  aging,  as  well  as  sub-state 
area  agencies  on  aging,  are  acutely  aware  of  the  overriding  fears  expressed  by 
older  persons  and  their  families  regarding  the  risks  associated  with  a  need 
for  long  term  care  in  this  country.  Once  expressed  somewhat  vaguely  as  a  fear 
of  "losing  independence,"  the  concerns  of  increasingly  knowledgeable  older 
consumers  have  become  focused  on  the  stark  realities  of  long  term  care  in 
America:  likely  separation  from  home  and  familiar  persons,  the  inevitability 
of  pauperization,  and  the  possibility  of  inadequate  services  or  poor  quality 
of  care.  Regrettably,  the  concerns  are  well-founded. 

The  dangerous  inadequacies  of  long  term  care  in  America  are  built  into 
the  structure  of  the  long  term  care  system,  whose  foundation  was  laid  in  1965 
when  Medicare  and  Medicaid  were  created  as  social  insurance  for  elderly  and 
poor  people,  through  legislation  drafted  without  knowledge  or  experience  with 
long  term  care  needs  of  long-lived  Americans. 

One  quarter  of  the  nation's  elders  are  likely  to  experience  multiple 
disabling  conditions  which  render  them  dependent  on  others  for  long  periods  of 
time.  Yet  our  nation's  health  insurance  programs  have  been  unable  to  assist 
older  persons  and  their  families  to  cope  with  this  reality. 

The  cost  of  long  term  care  is  inescapable.  The  fastest  growing  segment 
of  the  population  is  the  very  oldest.  By  2030,  the  public  cost  of  long  term 
care  will  be  four  times  higher  in  current  dollars.  What  we  purchase  at 
enormous  public  and  private  cost  is  a  patchwork  of  care  which  too  often  fails 
to  meet  the  minimum  expectations  of  payor,  provider  and  consumer. 

The  predominant  and  preferred  focus  of  long  term  support  is  in  the  home. 
Yet  government  programs  are  structured  to  give  most  care  in  the  most  intensive 
and  restrictive  manner,  in  institutional  settings,  regardless  of  the 
necessity.  The  bias  toward  institutional  care  in  federal  financing  is  so 
rigid  that  complicated  and  unwieldy  "waiver"  programs  have  had  to  be 
introduced  to  enable  states  to  divert  a  modest  level  of  resources  toward  the 
real  long  term  care  setting  -  the  home. 

Medicare  is  a  universal  insurance  program  for  the  elderly  (with 
substantial  participation  in  costs  by  the  beneficiaries)   which  does  not  pay 
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for  the  major  catastrophic  cost  of  the  elderly  -  long  term  care.  Over  its 
history,  Medicare  has  rigidified  the  division  between  acute  and  chronic  care. 
Because  of  its  acute  care  focus,  Medicare  reinforces  the  medical  model  of 
care:  physician  -  dominated,  nurse  provided,  in  institutional  or  clinical 
settings. 

Yet  long  term  disability  is  a  social  problem,  a  functional  problem,  a 
family  problem.  Medical  and  institutional  care  ought  to  be  a  support  to  a 
long  term  care  system,  not  the  driving  force.  Regrettably,  the  Medicare 
system  has  not  addressed  this  issue  but  has  instituted  procedures  which  shift 
the  problems  and  the  costs  from  the  federal  financed  health  care  system  into 
the  state  and  privately  financed  long  term  care  support  system. 

State  systems  of  long  term  care  were  necessarily  built  on  Medicaid  in 
order  to  capture  federal  financial  participation.  The  institutional  bias  in 
state  long  term  care  programs  is  overwhelmingly  evident.  Medicaid  has  become 
the  nation's  long  term  care  insurance  program.  But  the  Medicaid  long  term 
care  system  exacts  a  terrible  price  for  its  benefits:  it  requires 
pauperization  to  gain  access;  it  requires  the  dissolution  of  households  and 
relocation  to  institutions;  it  is  organized  through  the  medical  care  provider 
systems;  and  it  is  not  uniform  in  its  benefits.  The  Older  Americans  Act  is 
the  only  piece  of  federal  legislation  that  promotes  comprehensive,  coordinated 
systems  of  community  care,  but  it  fails  to  provide  the  authority  or  financing 
to  fulfill  its  mission. 

Despite  these  handicaps,  states  have  moved  agressively  in  the  last  decade 
to  organize  and  rationalize  long  term  care  systems,  by  coordinating,  financing 
and  designing  systems  which  more  closely  meet  the  needs  and  preferences  of 
their  older  citizens.  States  have  discovered  that  Medicaid  and  other  federal 
funds  are  not  the  stable  and  predictable  source  of  funding  which  can 
facilitate  long  range  planning  by  states  or  individuals.  Furthermore,  federal 
organization  of  these  programs  encourages  fragmentation,  hinders  state 
coordination  and  reinforces  the  predominance  of  institutional  care. 

Nevertheless,  states  have  taken  deliberate  action  to: 

1)  Reorganize  and  coordinate  state  level  efforts; 

2)  Reorganize  local  delivery  systems  to  do  assessment,  case  planning  and 
case  management; 

3)  Constrain  the  growth  in  nursing  homes  and  divert  savings  to  community 
care; 
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4)  Develop  new  financing  mechanisms  through  Medicaid  plans,  waivers  and- 
state  revenues; 

5)  Investigate  private  insurance; 

6)  Develop  new  services; 

7)  Define  and  target  the  most  vulnerable; 

8)  Develop  equitable  cost  sharing  methods  for  participants;  and 

9)  Pursue  standards  of  quality  and  productivity  based  on  individually 
assessed  consumer  needs  and  preferences. 

These  efforts  have  resulted  in  a  vastly  improved  array  of  service 
options,  increased  involvement  of  family  and  community  in  care  systems,  and  a 
more  judicious  management  of  resources,  but  only  for  a  segment  of  the 
population  requiring  care.  Current  structuring  and  financing  of  long  term 
care  is  not  adequate  to  meet  the  current  need,  much  less  the  future  growth  in 
the  long  term  care  population. 

The  solution  so  urgently  and  immediately  needed  is  a  social  insurance 
plan  which  provides  a  predictable,  uniform  long  term  care  benefit  level  which 
older  people,  their  families,  state  and  local  governments,  private  insurers 
and  providers  can  plan  on.  Knowing  what  federal  insurance  is  committed  to 
provide  will  enable  these  other  actors  in  the  system  to  anticipate  and  plan 
for  the  additional  resources  and  services  which  will  be  required. 

The  system  older  persons  deserve  will  be  most  equitable  and  responsive  to 
their  individual  needs  if  it  is  federally- financed,  state-administered, 
locally-  managed,  and  family-oriented. 

Federal  long  term  care  insurance  should  provide  its  first  dollar  of 
benefit  in  home  and  community  care  which  is  the  least  disruptive,  least 
restrictive  and  most  preferred  care,  building  as  it  does  on  supportive  family 
and  neighborhood  relationships.  The  benefits  of  long  term  care  insurance 
should  be  universal  and  predictable  for  all  older  individuals,  with  uniform 
cost-sharing  based  on  the  ability  pay.  Benefits  should  be  tied  not  to 
diagnosis  or  physician  fiat  but  to  persons  who  are  impaired  to  a  degree  that 
they  require  continuous,  reliable  long  term  support  to  maintain  their  most 
ordinary  human  functions.  Regulations  and  standards  should  be  biased  toward 
the  least  intrusive,  home  and  community  based  assistance. 

Quality  assurance  needs  to  be  built  on  an  individualized,  case-managed 
system  which  monitors  for  achievement  of  the  outcomes  sought  by  the  consumer: 
comfort,  security,  dignity. 
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The  state  role  in  a  restructured  long  term  care  system  should  not  be 
disregarded.  States  have  made  a  substantial  investment  in  long  term  care. 
States  have  the  principle  regulatory  role.  States  comprehend  the  balance  of 
social  and  medical  need.  States  are  responsive  to  and  accountable  for  the 
needs  and  preferences  of  local  citizens. 

The  role  the  states'  aging  network  may  play  in  long  term  care  will  vary 
according  to  structure  and  custom.  But  across  the  country,  it  is  the  aging 
network  which  must  involve  older  persons  and  their  families  in  expressing 
their  values  and  preferences  about  the  principles,  benefits  and  organization 
of  the  long  term  care  system. 

NASUA  recognizes  the  complexity  of  this  undertaking  and  the  need  for 
partnerships  among  a  wide  and  diverse  group  of  organizations  and  agencies  to 
quickly  advance  these  goals  as  a  crucial  national  priority.  NASUA  commits 
itself  to  this  important  partnership  in  meeting  the  challenges  of  developing 
national  and  state  strategies  to  address  the  chronic  care  needs  of  our  rapidly 
aging  population. 


Adopted  September  18,  1987 
NASUA  Board  of  Directors 
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COMMUNITY  OPTIONS 
PROGRAM  ENTRY  SYSTEM 
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WHAT  1$   COPES 

In  January  of  1983.  the  Department 
of  Social  and  Health  Services  (DSHSJ 
was  granted  a  home  and  community- 
based  care  Medicaid  waiver  from  the 
Federal  Department  of  Health  and 
Human  Services.  Such  waivers  were 
made  possible  through  enactment  of 
Public  Law  97-35.  the  Omnibus  Rec- 
onciliation Act  of  1981.  In  Section 
21.76  of  the  Act.  Congress  autho- 
rized the  Secretary  of  the  Department 
of  Health  and  Human  Services  to 
offer  an  array  of  services  under 
Medicaid  to  persons  who  would  oth- 
erwise require  care  in  a  skilled 
nursing  facility  or  In  an  Intermediate 
nursing  care  facility.  In  Washington 
State,  the  home  and  community- 
based  care  Medicaid  waiver  services 
will  be  provided  by  the  Community 
Options  Program  Entry  System 
(COPES). 

The  services  offered  under  COPES  are 
congregate  care,  adult  family  home 
care,  personal  care,  and  case  manage- 
ment. COPES  recipients  are  also  eligi- 
ble for  medical  services  reimbursed  by 
Medicaid  just  as  if  these  recipients 
were  residing  In  a  nursing  home.  In 
addition,  a  COPES  recipient  can  be 
authorized  home  health  and  adult 
day  health  services  to  supplement  the 
primary  COPES  services. 


COPES  ELIGIBILITY 

A  person  eligible  for  COPES  Is  a 
categorically  related  Medicaid  recipi- 
ent (i.e.,  aged,  blind  and  disabled 
person)  over  18  years  of  age  who: 

1.  Has  a  gross  monthly  Income 
which  is  less  than  300%  of  the 
Federal  contribution  to  SSI; 

2.  Has  resources  at  or  below  the  SSI 
standard; 

3.  Is  found  to  be  eligible  through 
assessment  with  the  Comprehen- 
sive Adult  Assessment  for  skilled 


nursing  care.  Intermediate  nursing 
care,  or  Intermediate  nursing  care 
for  the  mentally  retarded; 

4.  Chooses  to  remain  In  his  or  her 
own  home  or  in  a  licensed 
congregate  care  facility  or  adult 
family  home;  and 

5.  Has  a  plan  of  care  for  COPES 
services.  Including  the  at  home  liv- 
ing standard,  that  costs  less  than 
80%  of  the  average  nursing  home 
rate. 


SERVICES 

•  Congregate  Care 

Congregate  care  services  In  a 
licensed  boarding  home  provide 
supervision  and  assistance  with 
activities  of  daily  living,  community 
living  skills,  medication,  money  mat- 
ters, transportation,  and  an  activity 
program  supportive  of  an  individual 
service  plan. 

•  Adult  Family  Home 

Licensed  adult  family  home  services 
provide  supervised  day-to-day 
activities  and  assistance  with  activi- 
ties of  daily  living  and  health 
•  related  services  for  adults  who 
require  a  protected  family  like  envi- 
ronment due  to  developmental  dis- 
ability, physical  disability,  frailty, 
confusion,  or  emotional  instability. 

•  Personal  Care 

Personal  care  services  are  provided 
In  a  person's  own  home  and 
include: 

1.  Skin,  hair  and  nail  care,  oral 
hygiene  and  denture  care 
required  to  maintain  good 
health  and  psychological  and 
social  well-being. 

2.  Assistance  with  ambulation, 
dressing,  eating  and  bathing. 
This  assistance  may  require  lift- 
ing, turning  and  steadying  the 
recipient. 
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3.  Transfers  to  and  from  bed, 
wheelchair,  and  bathtub. 

4.  Preparation  of  food  to  Include 
meal  planning  and  food  selec- 
tion, buying  and  cooking. 

5.  Transportation  and  escort  to 
medical  services  including  medi- 
cal laboratories  (for  tests)  and 
specialized  treatment. 

6.  Assistance  with  toileting  such 
as  using  a  bed  pan,  diapering 
and  changing  a  colostomy  or 
catheter  bag.  Sterile  procedures 
are  allowed  when  the  provider 
Is  a  licensed  health  practi- 
tioner. 

7.  Application  of  prescribed  and 
ordinarily  self-administered  oint- 
ments or  lotions,  changing  of 
prescribed  bandages  or  dress- 
ings, assistance  with  prescribed 
exercises  and  specialized  skin 
care.  Sterile  procedures  are 
allowed  when  the  provider  is  a 
licensed  health  practitioner. 

8.  Assistance  with  medications 
which  are  ordinarily  self-admin- 
istered. Administration  of  medi- 
cations Is  allowed  when  the 
provider  is  a  licensed  health 
practitioner. 

9.  Laundry  and  housekeeping 
tasks  necessary  to  provide  a 
clean  environment  In  which 
the  recipient  lives  and  to  main- 
tain his  or  her  social  well- 
being. 

10.  Protective  supervision  when 
recipient  has  diminished  mental 
capacity  or  judgment. 

1 1 .  Assistance  with  other  neces- 
sary activities  of  daily  living 
such  as  telephoning,  writing 
and  shopping. 

12.  Attendant  care. 


•  Case  Management 

Although  the  DSHS  Community  Serv- 
ices Office  authorizes  COPES  services, 
primary  responsibility  for  case  man- 
agement services  are  designated 
through  local  agreement  and  ar- 
ranged during  a  formal  case  staffing. 
The  case  staffing  is  mandatory  and 
includes  service  workers  or  other 
professional  staff  from  the  DSHS 
Community  Services  Offices,  Aging 
Network,  Developmental  Disabilities, 
Mental  Health,  Alcohol  and  Substance 
abuse,  and/or  DSHS  nursing  staff. 
The  case  manager  is  responsible  for 
implementation  of  the  plan  of  care 
and  for  ensuring  services  are  deliv- 
ered to  the  recipient  at  home  or  In 
community-based  care.  Case  manage- 
ment is  always  provided  as  part  of 
the  plan  of  care  for  persons  receiving 
COPES  congregate  care,  adult  family 
home  or  personal  care  services,  but  it 
is  not  provided  as  a  single  and  inde- 
pendent service. 

COPES   INELIGIBILITY 

COPES  Is  not  for  everyone.  The  plan 
of  care  must  assure  the  health  and 
safety  of  the  applicant.  If  it  does  not, 
the  applicant  is  denied  COPES  serv- 
ices and  is  referred,  if  eligible,  to 
nursing  home  care. 

An  applicant  may  be  denied  COPES 
services  when: 

1.  The  assessment  process  determines 
that  fie  or  she  is  not  eligible  for 
nursing  home  care;  or 

2.  He  or  she  has  Income  which 
exceeds  300  percent  of  the  Fed- 
eral contribution  to  SSI;  or 

3.  The  cost  of  services  for  the  plan 
of  care  exceeds  80%  of  the 
average  nursing  home  rate,  or 

4.  The  service  worker  or  case  man- 
ager determines  that  the  services 
offered  by  COPES  do  not  ade- 
quately meet  the  applicant's  needs 
and  places  the  applicant's  health 
or  safety  in  jeopardy;  or 
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5.  The  applicant  refuses  to  participate 
in  COPES  or  prefers  nursing  home 
care;  or 

6.  He  or  she  requires  only  home 
health  and/or  adult  day  health 
care;  or 

7.  The  applicant's  income  is  equal  to 
or  exceeds  die  total  cost  of  his  or 
her  care  in  a  congregate  care 
facility  or  an  adult  family  home  or 
the  total  cost  of  in-home  personal 
care. 


FOR  MORE  INFORMATION 

Further  information  about  COPES  is 
available  by  calling  the  telephone 
number  listed  below. 


W<OM".ICM  SUI| 

CXPARMNTOf 
SOClAUHtAlTH 

swvias 

BUREAU  OF  AGING  AND  ADULf  SERVICES 


DSHS  22-341    |X|    10/83 
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COMMUNITY  OPTIONS  PROGRAM  ENTRY  SYSTEM  (COPES) 

1.  DESCRIPTION  OF  THE  SERVICE: 

o    The  Community  Options  Program  Entry  System  (COPES)  provides  in- 
home  personal  care,  congregate  care,  adult  family  home  care,  and 
case  management  under  a  waiver  to  Medicaid  regulations. 

o    Additionally,  COPES  recipients  are  eligible  for  Medicaid  reimbursed 
medical  services,  including  home  health  and  adult  day  health 
services . 

o    The  purpose  of  the  program  is  to  deinstitutionalize  or  divert 

from  institutionalization  those  individuals  who  may  safely  remain 
at  home  or  in  the  community. 

2.  CLIENT  CHARACTERISTICS: 

o    Recipients  are  Title  XIX  related  aged,  blind  or  disabled  adults. 

o    Recipients  choose  to  return  to  or  to  remain  in  their  own  home, 

an  adult  family  home  or  a  congregate  care  facility  as  an  alternative 
to  nursing  home  care. 

3.  PROGRAM  ELIGIBILITY: 

o    Recipients'  gross  monthly  income  is  less  than  $1,062  (which  is 
300  percent  of  the  federal  SSI  benefit)  and  resources  are  at  or 
below  the  Medicaid  standard. 

o  Recipients  are  comprehensively  assessed  and  found  to  be  eligible 
for  intermediate  nursing  care  or  skilled  nursing  care. 

o    Recipients'  nursing  and  personal  care  plans  plus  the  at-home 

living  standard  costs  less  than  90  percent  of  the  average  statewide 
Medicaid  nursing  home  rate  per  month.  The  plans  must  protect  the 
recipients'  health  and  safety. 

4.  INTER-PROGRAM  LINKS: 

o    Medical  assistance  program 
o    Nursing  home  program 
o    Area  Agency  on  Aging 

5.  TRENDS: 

o    Statewide  COPES  caseloads  are  increasing.  The  May  1988  caseload 
of  2,900  recipients  is  projected  to  grow  to  3,900  by  the  end  of 
the  biennium. 

o  Acquired  Immune  Deficiency  Syndrome  (AIDS)  victims  will  probably 
become  a  more  prominent  part  of  the  COPES  caseload  as  the  number 
of  affected  individuals  increases. 

1/88  Mary  Lou  Pearson  753-1244 
18 
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KATHY  LEITCH 
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RESIDENTIAL  RATES  AND 

MANAGEMENT  SERVICES 

RALPH  SMITH 
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ADULT  SERVICES  WORKERS 

COMMUNITY  NURSES 

PROGRAM  DEVELOPMENT 
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OPERATIONS 
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MAJOR  PROVISIONS  OF  BONKER/MELCHER 
LONG-TERM  HOME  CARE  BILL 
(H.R.  5236) 
Eligibility 

*  All  persons  eligible  for  Medicare  who  are  chronically  ill  and  who  are 
functionally  impaired  (needing  assistance  with  two  or  more  activities  of 
daily  living  (ADLs)  such  as  eating,  bathing,  dressing,  etc.);  or  who  are 
cognitively  impaired  (such  as  persons  with  Alzheimer's  or  Parkinson's 
disease  or  other  brain  disorders). 

Program  Benefits 

*  Home  care  benefit  would  provide  services  including  (but  not  confined  to) 
home  health  care,  various  therapies,  personal  care,  and  homemaker/chore 
aide  services,  subject  to  a  $5  visit  copayment. 

*  Adult  day  care  benefit  would  provide  up  to  125  days  of  care  per  year,  with 
a  $5  per  day  copayment . 

*  Respite  care  benefit  would  be  available  to  those  enrollees  who  reside  with 
one  or  more  family  members/caregivers  who  provide  unpaid  assistance,  and 
who  require  assistance  with  one  or  more  ADLs.  The  benefit  would  be 
subject  to  a  25  percent  copayment,  and  would  be  available  for  charges  up 
to  42,000  per  year  ($1,500  benefit). 

Program  Management 

*  The  appropriate  and  cost-effective  use  of  services  would  be  directed  by 
case  management  system.  Case  managers  could  not  be  providers  nor  have  a 
proprietary  interest  in  providing  long-term  care  services.  The  assessment 
process  would  be  periodically  reviewed  by  a  group  comprised  of  various 
home  care  and  other  health  specialists  modeled  after  the  Peer  Review 
Organzation  (PRO). 

Program  Administration 

*  Because  most  of  the  long-term  care  provided  in  the  United  States  is 
administered  at  the  State  level  (primarily  through  Medicaid),  this 
expansion  of  the  Medicare  program  would  be  administered  by  the  States. 
States  would  be  given  a  framework  under  which  to  design  their  programs, 
with  a  specified  minimum  services  level.  This  approach  would  give  States 
the  autonomy  to  tailor  the  new  program  and  services  to  the  unique 
populations  of  their  State. 
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Program  Financing 

*  The  new  State-run  Medicare  home  care  program  would  be  financed  similarly 
to  the  Medicaid  program.  The  Federal  Government  would  cover  the  new  costs 
of  the  new  program,  as  well  as  the  costs  of  the  low-income  Medicare 
buy-ins  that  result  with  implementation.  To  ensure  State  support,  as  well 
as  to  control  costs  of  the  program,  the  Federal/State  distribution  of 
financing  would  be  formulated  by  the  Health  Care  Financing  Administration 
(HCFA)  in  the  following  manner: 

1.  Determine  how  much  the  State  spent  on  home/adult  care  services  for 
the  Medicare  population  for  the  year  prior  to  implementation  of  the 
new  home  care  benefit,  including  money  spent  on  Medicaid  services,  as 
well  as  any  other  State  funded  home/adult  care  services. 

2.  Project  how  much  more  the  State  would  pay  for  home/adult  care  the 
following  year  without  the  new  program,  taking  into  account 
population  growth  and  increases  in  medical  costs. 

3.  Project  Federal  and  State  home  care  costs  for  the  next  year  if  the 
new  program  were  not  enacted. 

4.  Determine  the  cost  of  the  new  home  care/adult  day  care  program  on  a 
State-by-State  basis,  based  on  projections  of  costs  of 
administration,  new  benefits,  and  utilization.  The  Federal-State 
match  would  vary  from  State  to  State. 

Rewarding  States  Already  Active  in  the  Provision  of  Services 

*  States  currently  active  in  the  provision  of  home  care/adult  day  care 
services  to  their  Medicare-eligible  populations  —  that  is,  already 
spending  a  great  deal  of  money  on  these  services  —  could  be 
unintentionally  penalized  under  this  formula.  Therefore,  if  it  were 
determined  that  any  particular  State  would  have  to  finance  more  than  25 
percent  of  program  costs,  that  State  would  have  to  contribute  only  25 
percent  of  costs  —  the  Federal  Government  would  pick  up  the  rest. 
However,  the  money  that  the  State  saved  would  be  required  to  be  spent  on 
expanding  access  to  needed  health  care  to  all  medically  underserved 
populations  within  the  State.  (This  would,  of  course,  include  those 
persons  who  do  not  qualify  for  Medicare  and  who  are  under  the  age  of  65.) 

Minimum  Participation  Level 

*  If  a  State  is  currently  spending  little  or  no  funds  to  finance  home 
care/adult  day  care  services  and  the  formula  determines  that  the  State 
must  contribute  less  than  5  percent  of  the  costs  of  the  new  program. 
(These  States  obviously  would  still  be  getting  a  very  favorable  95% 
Federal  match,  but  need  to  illustrate  strong  commitment  to  needed 
long-term  care  services.) 
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Cost  Control  Provisions 

*  If  the  State  could  provide  the  mandated  benefits  that  met  quality 
requirements,  it  could  keep  the  excess  revenue  to  either  expand  its 
benefits  or  reduce  its  costs.  If  the  State  spent  more  than  was  allocated 
to  meet  minimum  requirements,  the  State  would  be  required  to  raise  its 
percentage  contribution  to  50  percent  of  the  program  costs  which  exceeded 
the  projected  costs  of  the  new  benefit  for  the  following  year.  This  would 
provide  further  incentive  for  the  States  to  control  costs. 

Current  Medicare  Coverage  is  Primary  Payor 

*  Where  an  individual  qualified  for  home  or  respite  services  that  are 
provided  under  the  acute  care,  Part  A  Medicare  benefit  program,  that 
portion  of  the  Medicare  program  would  be  primary  payor.  In  other  words, 
the  long-term  care  benefit  would  not  provide  coverage  if: 

(1)  the  beneficiary  did  not  meet  eligibility  criteria  of  the  new 
long-term  benefit,  or 

(2)  the  beneficiary  qualified  for  home  or  respite  services  now 
covered  under  the  Medicare  skilled  acute  benefit. 

Quality  Assurance 

*  If  in  their  oversight/quality  assurance  capacity  (the  "Federal  look 
behind"),  the  Federal  Government  determined  that  a  State's  program  was  not 
in  compliance  with  quality  and  minimum  service  level  standards,  the 
State's  percentage  contribution  of  program  costs  would  be  required  to 
increase.  The  increase  would  be  by  an  amount  determined  appropriate  by 
the  Secretary  of  DHHS,  but  not  to  exceed  by  10  percent  over  and  above  the 
amount  that  would  have  been  increased  by  maintaining  current  service 
levels.  Because  providing  the  new  benefits  could  be  difficult  for  many 
States  —  especially  predominantly  rural  states  —  the  Federal  standards 
for  providing  minimum  benefits  would  not  be  as  strongly  enforced  in  the 
early  years  of  implementation,  although  enforcement  of  the  quality 
standards  would  be. 

Additionally,  this  legislation  would  extend  the  quality  assurance 
mechanisms  already  in  place  for  home  health  agencies  under  the  Medicare 
program  (and  refined  under  OBRA  1987)  to  all  those  agencies/organizations 
providing  non-institutional  services  under  this  benefit. 

Because  the  current  home  care  marketplace,  especially  in  home  and 
community  based  care  in  many  locations  around  the  country,  is  not 
sufficient  to  support  the  demand  that  will  likely  result  from  the 
implementation  of  legislation  like  this,  it  is  vital  that  adequate  quality 
standards  are  in  place.  Their  absence  has  the  potential  to  result  in 
large  numbers  of  Medicare  beneficiaries  receiving  grossly  substandard  care. 
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Financing 

*  In  addition  to  the  above-outlined  cost  sharing  by  the  elderly  and  disabled 
recipients  of  the  new  benefit,  the  primary  financing  source  would  come 
from  the  elimination  of  the  $45,000  cap  on  wages  subject  to  the  Medicare 
payroll  tax.  This  would  raise  approximately  §6.3  billion  in  1989  and  an 
estimated  $36  billion  over  the  five  year  period,  1989-1993.  Elimination 
of  cap  would  be  implemented:  1/1/89. 

Revenue  collected  for  the  administration  of  this  new  benefit  would  be 
placed  into  a  new  long-term  care  trust  fund,  which  would  be  known  as  the 
"Federal  Long-Term  Care  Assistance  Trust  Fund"  and  be  designated  as  Part  C 
of  the  Medicare  program.  Amounts  collected  over  and  above  the  funding 
necessary  for  the  home/adult  care  benefit  would  be  defined  as  "reserves" 
and  would  be  used  to  help  fund  an  expected  future  program  expansion  to 
cover  nursing  home  costs.  This  money  and  the  program's  administrative 
approach  would  be  used  to  cover  long-term  nursing  home  costs  when 
additional  and  acceptable  financing  mechanisms  are  developed. 

Cost  of  New  Benefits 

*  Although  CBO  has  not  costed  out  this  benefit,  it  is  estimated  that  its 
costs  would  be  similar  to,  and  perhaps  less  than,  the  CBO  estimated 
five-year  $25  billion  price  tag  of  the  Pepper/Roybal  long-term  care 
legislation.   (This  conclusion  is  based  on  the  fact  that,  despite  the  fact 
that  the  Health  Care  Act  would  cover  a  much  more  extensive  adult  day  care 
benefit,  it  would  cover  only  the  Medicare  eligible  population. )  The 
revenue  generated  by  the  elimination  of  the  payroll  tax  cap  under  the 
Pepper  bill  would  have  generated  $30.6  billion  over  the  five  year  estimate 
period,  1988-1992. 

Low  Income  Protection 

*  Although  the  elderly  would  pay  a  $5  copayment  for  every  home  or  adult  day 
care  visit,  those  elderly  whose  income  was  at  or  below  200%  of  poverty 
would  not  be  required  to  pay  the  copayment. 

Program  Implementation 

*  Funds  collected  through  elimination  of  payroll  taxes  in  1989  would  be  used 
to  not  only  build  up  reserve  for  financing  of  new  benefit,  but  to  provide 
start-up  costs  to  all  50  States  to  help  States  set  up  necessary 
administration  agencies  and  to  help  States  develop  and  encourage 
development  of  needed  services.  In  1989,  the  Secretary  could  distribute 
up  to  $1  billion,  but  not  less  than  $.5  billion  to  assist  all  50  States 
"start-up"  new  program.  The  formula  for  distribution  would  be  left  to  the 
discretion  of  the  Secretary. 

If  a  State  determined  that  it  did  not  have  sufficient  services  and/or 
trained  personnel  available  to  provide  minimum  required  services,  it  could 
apply  for  a  waiver,  for  up  to  3  years,  to  meet  minimum  benefit 
requirements  of  this  legislation. 
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Studies 


The  Secretary  would  be  directed  to  conduct  a  study  which  would  determine 
how  well  this  administration  and  management  approach  would  work  with  the 
inclusion  of  a  nursing  home  benefit  and  how  such  a  benefit  could  be 
expanded  to  provide  assistance  to  the  under-65  non-Medicare  population. 

The  Secretary  would  be  directed  to  conduct  a  study  to  determine  how  well 
ADL  criteria  worked  in  determining  eligibility  and  assuring  access  to 
benefits. 

Two  years  after  the  implementation  of  the  benefit,  the  Comptroller  General 
of  the  General  Accounting  Office  would  be  directed  to  conduct  a  study  on 
how  equitably  the  new  HHS  State  Long-Term  Care  Estimates  Board  is  ruling 
'  on  estimate  disputes.  In  addition,  the  GAO  would  include  in  this  study 
possible  financing  mechanisms  that  would  raise  sufficient  revenue  to  pay 
for  a  nursing  home  benefit. 
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